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ADVISORY COMMISSION ON EPILEPSY AND ITS 
CONSEQUENCES 

MONDAY, AUGUST  12,  1974 

HOUSE OF HEPRKSEXTATIVES, 
SUBCOMMITTEE ON PUBLIC IIEALTU AND ENVIRONMENT, 

COMMITTEE ON INTERSTATE AND FOREIGN COMMERCE, 
Washington, D.C. 

The subcommittee met at 10 a.m., pursuant to notice, in room 2123, 
Rayburn House Office Building, Hon. Peter N. Kyros presiding 
[Hon. Paul G. Rogers, chairman]. 

Mr. KYROS. Tlie subcommittee will please be in order. 
Good morning, ladies and gentlemen, and welcome to this subcom- 

mittee session. Let me begin by saying that it is both a great pleasure 
and an honor for me, as original sponsor of H.R. 13405, to chair these 
hearings. I am particularly pleased that the distinguished chairman 
of our Subcommittee on Public Health and Environment, Mr. Rogers, 
is able to join us for a  ' 

So at this point I w 
Mr. ROGERS. I am { 

so many in this roon 
Congress some propc 
epilepsy. I think the b 
use to fashion an ap 
optimistic that this cc              B puaiuve a_  ^-,.._ 

So I am delighted to be here with you, Mr. Kyros, and thank you. 
Mr. KYROS. 1 nank you, Mr. Chairman. 
The legislation we are considering today, H.R. 13405, to create a 

1-year National Commission on Epilepsy and Its Conseqiiences, was 
first introduced by me on February 26 of this year. It was subsequently 
reintroduced with the cosponsorship of every member of this subcom- 
mittee, and I am very pleased to announce that I will be reintroducing 
the bill with the cosponsorship of an additional 53 Members of the 
House.' These Members come from both political parties and repre- 
sent districts throughout the United States, demonstrating the broad- 
based support this legislation has. 

I know that we are anxious to receive the testimony of the witnesses 
assembled here, and I might add that I think we have an outstanding 
and very distinguished group of men and women to hear from. I will, 
therefore, make no lengthy remarks at this time. May I ask, however, 
that through the day, which promises to be a long one, witnesses submit 
their written statements and paraphrase their remarks and we will 
include their entire statement in the record. This will give the 
maximum amount of time possible for discussion. 

> See p. 7, for a listing of sponsors and bills subseqaently tntrodaced. 
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At this time let me provide for the record, so that we can begin to 
define the problem, a brief definition. 

Generally, though, the word is applied to a number of disorders of 
the nervous system, centered in the brain, so it is more exact to say 
"the epilepsies." The term comes from the Greek word for "seizures" 
and seizures of one kind or another are the primary characteristics of 
all forms of epilepsy. Seizures can range all the way from a slight 
momentary lapse of consciousness to a ma]or convulsion. 

The seizure is caused by a buildup of excessive electrical charges in 
some nerve cells of the brain which causes a temporary loss of muscular 
control. The buildup of electrical charges is caused by a lesion or scar 
or injury to these nerve cells of the brain. That lesion can result from 
many different causes such as defects in the brain; brain injury before, 
during and after birth; head wounds; chemical imbalances; poor 
nutrition; childhood fevers; some infectious diseases; brain tumors; 
and some poisons. 

One point that I want to make very clear is that head injury from 
automobile accidents and other types of head injuries are one of the 
primary causes of epilepsy in adults, but sometimes the cause cannot 
be found. 

Without objection the text of H.R. 13039 and H.R. 13405 and an 
agency report thereon shall be placed in the record at this point. 

[The bills and report referred to follow:] 

[H.R. 13039, introduced by Mr. Kyros on February 26,1974, and 
H.R. 13045, introduced by Mr. Kyros (for himself, Mr. Rogers, Mr. Satterfield, 

Mr. Preyer, Mr. Symington, Mr. Roy, Mr. Nelsen, Mr. Carter, Mr. Hastings, 
Mr. Heinz, and Mr. Hudnut) on March 12,1974. 

are identical as follows:] 

A BILL 
To provide for the establishment of n national advisory commis- 

sion to develop a national plan for flic control of epilepsy 

and its consequences. 

1 Be it enacted hy the Senate and Ilouse of Reprcsenta- 

2 tivcs of the United Stales of America in Conffresa asuvmhlcd, 

3 SHORT TITTJE 

4 SECTION 1. This Act may be cited as the "National 

.3   Connnission on Epilepsy and Its Consequences Act". 

6 FINDINGS 

7 SEC. 2. The Congress finds that— 

A (1) there arc approximately four million Americans 

9 with the neurological disorder known as epilepsy, and 

I-O 
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2 

2 thousands of axidiitonal cases arise each year as the result 

2 of head trauma alone; 

3 (2) epilepsy is a major health problem for which no 

4 satisfactory solution has been developed, placing an eco- 

5 nomic, social, and psychological burden upon individuals, 

(j families, and the Nation as a whole; 

7 (3) a problem of this magnitude affects our entire 

8 society even though the social stigma associated with 

9 epilepsy   encourages   its   victims   to   conceal   their 

10 affliction; 

11 (4) medical knowledge and technical methodologies 

12 now available are not being applied to this problem 

13 on a broad scale, with balanced interdisciplinary action; 

14 and 

15 (5) effective management of epilepsy demands the 

18 concerted attention of many disciplines—medical and 

17 health education, social and rehabilitation services, and 

]g public assistance. 

19 NATIONAL COMMISSION 

20 SEC. 3.  (1)  The Secretary of Health, Education, and 

21 Welfare (hereinafter referred to as the "Secretary"), after 

22 consultation with the advisory council to the National In- 

2;j stitute on Neurological Diseases and Stroke appointed under 

21 section 342 of the Public Ilealtii Service Art, shall n]>poiiit 

25 ^ National  Commission  to  determine  tlic  most   rlTedivc 
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1 means of finding the cause of and cures arid treatments for 

2 epilepsy, and to develop a national plan for the control of 

3 epilepsy and its consequences. Such study and invest iga- 

4 tion shall give particular emphasis to tlie need for additional 

5 financial support by the Federal Government and the means 

6 by which the Federal Government can best participate in 

7 tliis effort. 

8 (2)   The Secretary shall appoint to the Commission 

9 (A) three members of the advisory council referred to in 

10 paragi'aph   (1), and   (B)   six other individuals, who by 

11 reason of experience or training in the medical, social, or 

12 educational aspects of the epilepsies, are specially qualified 

i:j to serve on such Commission; to include a representative 

14 consumer of services to be designated by the National Epi- 

15 lepsy Foundation of America, and two representatives of 

IG the National Advisory Council on Developmental Disabilities. 

17 The members of the Commission shall select a Chairman 

18 from the members appointed under clause  (b)  of the prc- 

19 ceding sentence. Members of the Commission shall be en- 

20 titled to receive the daily equivalent of the annual rate of 

21 basic pay in effect for grade GS-18 of the General Sc-hedulc 

22 for each day (including traveltime)  during which they are 

23 engaged in the actual performance of duties vested in the 

24 Commission. While away from their homes or regular places 

25 of business in the performance of services for the Commission, 
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1 members shall be allowed tinvel expenses, including per 

2 diem in liea of subsistence, in the same manner as persons 

3 employed  intermittently  In  the  Government  service are 

4 allowed expenses under ;)ection 5703 (b)  of title 5 of the 

5 United States Code. 

6 (b) The duties of such Commission shall be to— 

7 (1) consult with concerned organizations with the 

8 purpose of stating the problems and defining the gaps 

9 in and barriers to existing health care delivery systems; 

10 (2) make a comprehensive study of the state of the 

11 art of medical and social management of the epilepsies 

12 in the United States; 

13 (3)  investigate and make recommendations con- 

14 ceming the proper roles of the Federal and State gov- 

15 ermnents, and the national and local public and private 

16 agencies in research, prevention, identification, treat- 

1^ ment, and rehabilitation of persons with epilepsy; 

18 (4)' develop a comprehensive national plan for the 

19 control of epilepsy and its consequences based on the 

20 most thorough, complete, and accurate data and infor- 

21 mation available on the disorder; and 

22 (5) transmit to the Secretary for transmittal to the 

23 President and the Congress a final report (which shall 

24 include recommendations for such  legislation  as  the 
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I Commission determines is necessary) not lalor tlinn otic 

3 year after the date of enactment of this Act. 

8 (c)   The Secretary shall provide such administrative 

4 support services for the Commission as it may request. 

5 (d)  Each department, agency, and instrumentality of 

6 the executive branch of the Federal Government, including 

7 independent agencies, shall furnish to the Commission, upon 

8 the request of its Chairman, such information, services, per- 

9 sonnel, and facilities as the Commission deems necessary to 

10 carry out the purposes of this section. 

II (e)  The Commission shall cease to exist thirty days 

12 after submitting its report. 

ExECTJTivE OFFICE OF THE PKESIDENT, 
OFFICE OF MANAOF.MENT AND BUDGET, 

Washington, B.C., September 3, J974. 
Hon. HARLEY O. STAOOERS, 
Chairman, Committee on IiUeratate and Foreign Commerce, 
House of Representatives 
Washington, D.C. 

DEAR MR. CHAIRMAN : This Is In response to your request of March 15,1974 for 
the views of this Office on H.R. 13405, a bill "To provide for the establishment of 
a national advisory commission to develop a national plan for the control of 
epilepsy and its consequences." 

In testimony before your Committee on August 13, 1974 the Department of 
Health, Education, and Welfare stated its reasons for recommending against 
enactment of H.R. 1.3405. 

The Department states that it supports the objectives of H.R. 13405, but views 
the statutory establishment of a new Commission as an Inappropriate mechanism 
to deal with Issues related to epilepsy. The Department notes that it is already 
engaged in strong and effective program efforts to address the problem of epilepsy 
and that It has called a national conference to discuss the problems and needs of 
persons suffering from this disease. 

For the reasons stated by the Department of Health, Education, and Welfare 
in its testimony, we recommend against enactment of H.R. 13405. 

Sincerely, 
WILFRED H. ROMMEL, 

Assistant Director for Legislative Reference. 

[The following is a list of bills and sponsors which were introduced 
after the day of hearing and before the printing of the hearing:] 



LIST OF IDENTICAL BILLS TO H.R. 13405 INTBODCCED AFTEB HEAKINO 

H.R. 16403, Introduced by Mr. Cederherg on August 13,1974; 
H.R. 16404, Introduced by Mr. Kyros (for himself, Mr. Boland, Mr. Connan, 

Mr. Roybal, Mr. Pritchard, Mr. Wyman, Mrs. Grasso, Mr. Eilberg, Mr. 
Conyers, Mr. Podell, Mr. Drinan, Mr. Murtha, Mr. Froehllch, Mrs. Burke 
of California, Jtr. Lehman, Mr. Matsunai;a, Mrs. Collins of Illinois, Mr. 
Pepper, Mr. Murphy of New York, Sir. Xlx. Mr. Yates, Mr. Mazzoll, Mr. 
Fauntroy, Mr. Edwards of California, and Mr. Sarlunes) on August 13, 
1»T4: 

H.R. 16407, introduced by Mr. Kyros (for himself, Mr. Melcher, Mr. Burgener, 
Mr. Moakloy, Mr. Hechler of West Virginia, Mr. Tiernan, Mr. Roe, Miss 
Holtznian, Mr. Murphy of Illinois, Mrs. Hansen of Washington, Mr. Brown 
of Michigan, Mr. Conte, Mr. Grover, .Mr. Puqua, Mr. Hioks, Mr. King, Mr. 
Collier, Mr. Thompson of New Jersey, Mr. Hosmer, Mr. Ford, Mr. Wlnn, 
Mrs. Mink, Mr. Ketchum, Mr. BroybiU of Virginia, and Mr. Edwards of 
Alabama) on Augu.--'t 13, 1074: 

H.R. 16408, Introduced by Mr. Kyros (for himself, Mr. Patten, Mrs. Holt, 
Mr. Railsback, Mr. Benitez, Mr. Harrington, Mr. Vander Jagt, Mr. Quie, 
and Mr. Stokes) on August 13, 1974; 

H.R. 16829, introduced by Mr. Kyros (for himself, Mr. Sikes, Mr. Yatron, Jlr. 
Cleveland, and Mr. Cotter) on September 24, 1974; 

H.R. 16979, Introduced by Mr. Esch, on October 1, 1974; 
H.R.  17420,  introduced  by  Mr.   Kyros   (for himself and  Mr.  GInn)   on 

October 16, 1974 ; and 
H.R, 17426, introduced by Mr. Brlnkley on October 17, 1974. 

Mr. KYROS. At tliis time I would like to begin this hearing by intro- 
ducing the representatives fi-om the administration. Our principal 
witness is Dr. Lionel Bernstein, Director of the Office of Program 
Operations, Public Health Service. 

Dr. Bernstein, welcome to the committee. 

STATEMENT OF DR. LIONEL M. BERNSTEIN, DIRECTOR, OFFICE OF 
PROGRAM OPERATIONS, OFFICE OF THE ASSISTANT SECRETARY 
FOR HEALTH, DEPARTMENT OF HEALTH, EDUCATION, AND WEL- 
FARE, ACCOMPANIED BY DR. DONALD TOWER, DIRECTOR. NA- 
TIONAL INSTITUTE OF NEUROLOGICAL DISEASES AND STROKE, 
NATIONAL INSTITUTES OF HEALTH; AND TRINA SCHULHOF, 
OFFICE OF LEGISLATION 

Dr. BERNSTEIN. Thank you, Mr. Chairman. 
It is a pleasure for me to be here today to present the views of the 

administration on H.R. 1340.5, a bill to establish a National Commis- 
sion on Epilepsy. We appreciate the opportunity to discuss with you 
our activities and recommendations relating to one of the Nation's 
serious health problems. 

DEaCRIPTinX   OF   LEOISIJVTION 

This legislation would establish a national commission to develop 
H plan for the control of epilepsy and its consequences. The nine mem- 
bers of the Epilepsy Commission would be appointed by the Secretary 
with three from the National Adxnsory Neurological Diseases and 
Stroke Council and six others especiallj' qualified by training or ex- 



perience in the medical, social or educational aspects of the epilepsies. 
One of the six would be designated by the Kpilespy Foundation of 
America, and two would be representatives of the National Advisory 
Council on Developmental Disabilities. 

The Epilepsy Commission would (1) consult with concerned 
organizations to present problems and define gaps and barriers in 
existing health care delivery systems; (2) make a study of the state 
of the art of medical and social management of the epilepsies in the 
United States; (3) study and make recommendations concerning 
roles of Federal and State governments and private agencies in re- 
search, prevention, identification, treatment and rehabilitation of per- 
sons with epilepsy; (4J develop a comprehensive national plan for 
control of epilepsy and its consequences; (5) transmit to the Secretary 
for transmittal to the Pi-esident and Congress a final report (in- 
cluding legislative recommendations) not Inter than 1 year after date 
of enactment. 

Mr. Chairman, although the Department believes the intentions of 
the sponsors of this legislation are laudable, we oppose the statutory 
creation of the proposed Commission. Such a Commission is neither 
necessary nor desirable for resisons I will outline. 

Before discussing the specific reasons for our opposition to H.R. 
13405, however, I would like to describe for you the scope of the 
problem presented by epilepsy and our current programs in this area. 

El'ILEPSy 

Epilepsy, a common manifestation of many diseases of the central 
nervous system, constitutes a major health problem. The disorder is 
marked by sudden and periodic lapses of consciousness and various 
types of involuntar}' motor activitv. 

I'he National Institutes of Health estimates about 2 million people 
are afflicted, although there are otlier estimates as high as 4 million. 
Some authorities believe these estimates may be too low, since restric- 
tions on obtaining employment, driver's licenses, insurance, et cetera, 
would encourage individuals to keep their conditions a secret. In 1974 
the Epilepsy I"'oundati<m of America estimates the cost of the 
epilepsies at $4.25 billion. Although epilepsy affects persons of all 
ages, the majority are children and young adults. The stigma long 
associated with epilepsy can limit the earning power of pei-sons who 
are so affected, and can lead to self-deprecation and feelings of social 
inadequacy. Due to recent medical developments, however, most 
patients enjoy relative freedom from seizures. 

During the first half of the century many significant advances 
aroused hope for an early solution to the problems of the epileptic 
j)erson. Among these advances were impioved diagnostic methods, in- 
cluding electroencephalography and special X-ray procedures, as well 
as improved methods of treatment using anticonvulsant drugs and 
surgery. Hasic research on epileptic mechanisms has also led to a 
greater understanding of brain function. 

Progress continues to !« made in areas of basic research. However, 
the clinical application of research findings has not kept pace with 
research developments in epilepsy, as in many other diseases. Unfor- 
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tunately, epilepsy is often inaccurately diagnosed and inadetjuately 
managed. These deficiencies may be more prevalent in low-mcome 
families. 

The comprehensive health insurance plan submitted by the Depart- 
ment, however, will make substantial inroads on this problem by re- 
moving financial barriers to needed care. 

CURRENT   HEW  PROGRAMS 

In addition to its proposal for national health insurance financing, 
the Department has had a long history of activities relating to epilepsy 
both in the areas of research and services. 

RESEARCH   ACTRTnES 

As you know, the National Institutes of Health is the DHEW 
agency primarily concerned with biomedical research. Within NIH 
the National Institute of Neurological Diseases and Stroke (NINDS) 
has been involved with research activities in epilepsy since its forma- 
tion in the early 1950"s. The 1975 NINDS budget contains $6.4 million 
for research on epilepsy. Since 1966 the Epilepsy Advisory Committee 
has been productive in defining the state of the art in specific research 
areas and in stimulating interdisciplinary research efforts to bear on 
the problems of the epilepsies. Other areas of interest to NINDS that 
are relevant to understanding epilepsy have been information storage 
and retrieval, basic research m neurophysiologj', basic mechanisms of 
the epilepsies, experimental models of epilepsy, epidemiology of epi- 
lepsy, laboratory evaluation of antiepileptic drugs, serum level deter- 
mination of antiepileptic drugs, phannacologj' of antiepileptic drugs, 
and surgery for epilepsy. 

NINDS intramural interest has centered on surgical management of 
the epilepsies and relationships between head injuries and the epilep- 
sies. The extramural program supports basic research in the epilepsies 
through the awarding of grants. Projects range from animal models 
to neurochemical and neurophysiological studies of epileptic neurons 
to drug and surgical treatment of human patients. 

The collaborative and field research program has been particularly 
involved, through contracts, with the evaluation of potential antiepi- 
leptic drugs, drug pharmacology, basic mechanisms, and epidemiology 
of the epilepsies. Among the many achievements of this program has 
been the approval for the first time in 14 yeare of a drug for chronic 
use in epilepsy. This task required skillful coordination with repre- 
sentatives of the pharmaceutical industry, univereities, and the FDA. 
This success has spurred further development of additional antiepi- 
leptic drugs by other researchers. . 

SERVICE AcrrvrriEB 

The Department administers a variety of health service activities of 
benefit to epileptic people. 

Services for the child with epilepsy developed impetus with the 
crippled children's services program in the 1950's. In 1961 progi-ess in 
research into the diagnosis, treatment, and long-term management of 
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neurologic problems had reached the point where widespread appli- 
cation of findings was possible. From January 1962 through Jime 1970 
the neurological and sensory disease control program attacked this 
problem, particularly through funding of multidisciplinary diagnostic 
and treatment centers. 

The Rehabilitation Services Administration has major responsibili- 
ties for epileptic people administered through its vocational rehabili- 
tation programs and its developmental disabilities program. The 
Vocational Rehabilitation Service estimates that in fiscal year 1974 
approximately $10 million was spent for rehabilitation services to epi- 
leptic people. In addition to research and demonstration grants to 
improve services to epileptic people, considerable emphasis has been 
placed on training rehabilitation counselors and others who can serve 
epileptic people. Other programs administered by the Rehabilitation 
Services Administration include those under the authority of the De- 
velopmental Disabilities Act, which was amended in 1970 to include 
services to epileptic people. 

Other departmental agencies currently involved with aspects of 
health services for epilepsy are the Social Security Administration, 
FDA. Health Services Administration, and Health Resources Admin- 
istration. We will conduct a survey of the fimds available to support 
epilepsy-related activities in HEW and we will submit that result for 
the record. 

[The following information was subsequently received for the 
record:] 

FUNDS AVAILABLE TO SUPPORT EPILEPSY-REUTED ACTIVITIES IN DHEW-9 AREAS SURVEYED 

Fiscal year 
1974 In round 

Aiancy Activity numbcn 

NINDS  Researcli....       J6,000,000 
SSA Social security benefits         6,250,000 
SRS Vocational renabilitation       10,000.000 
SSA Supplementel security income (estimated) -       57,000,000 
SSA  Medicaid (estimated)        10,000,000 
SSA  Medicare (estimated)        10,000,000 
HSA Crippled children's program (estimates not possible)  
OE Special education (estimates not possible)  
SRS  Aid to families with dependent children (estimated)       10,000,000 

Total      109,250,000 

Note: Where estimates were made they were with qualifications that there is absolutely no way to prove or disprove 
the figures because the way payments are broken down there are no provisions for setting epilepsy aside as a special 
•ntity. 

COORDIXATIOX OF ACTIVITIES 

Dr. BERXSTEIX. The Department has had a series of committees 
whose responsibilities included coordination of epilepsy activities. 

In 1966 the Secretary's Advisory Committee on the Epilepsies was 
formed with authority for appointment of members delegated to the 
Assistant Secretary for Health and Scientific Affairs. In July 1971 
the Committee was restructured and established as the NIH Epilepsy 
Advisory Committee with the purpose of advising NIXDS on its re- 
search programs to develop methods to prevent and control seizures. 

In sum, Mr. Chairman, the Department supports a variety of effec- 
tive and coordinated activities that are directed at all facets of the 
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problem of epilepsy, from research to services. We believe that, after 
considering tne many other competing health priorities, they are re- 
ceiving support at a level commensurate with current opportunities 
and the size of the problem. 

LEGISLATION 

Returning to the legislation before you today, the central purpose 
of H.R. 13405 would be to develop a national plan for the control of 
epilepsy and its consequences through the mechanism of a National 
Commission. Although we recognize the importance of epileptic prob- 
lem.s, the Department does not believe that a statutorially established 
commission is an appropriate mechanism to deal with these issues. 

In light of the recently expressed congressional and public interest 
in this problem, the Assistant Secretary for Health has proposed to 
call a national conference of persons and organizations most familiar 
with the areas of difficulty to which H.R. 13405 addresses itself. De- 
partment staff have already begun planning for such a conference. We 
plan to use the reconunendations of this conference to assess the pos- 
sibilities for other effective efforts that the Department could 
undertake. 

The functions and activities of the Commission envisioned by H.R. 
13405 would more appropriately be accomplished by the proposed con- 
ference. The conference participants will thoroughly discuss both the 
research and the service aspects of the epilepsy problem. This pro- 
Sosed conference will identify any gaps in and barriers existing to 

ealth care delivery, outline the state of the art of medical and social 
management of the epilepsies, and recommend the most profitable 
areas for future Government and private involvement in the problem. 
We will, of coui-se, need to consider the conference's product in light 
of what the appropriate Federal, State, local, and private roles should 
be. 

The Department, therefore, strongly objects to this legislation which 
would create a rigidly structured and slow-moving Commission. 
Among other things, it would not allow for injnit h-om all possible 
sources. The Department's forthcoming conference will provide a 
more immediate and much preferable fonim for airing the problems 
of persons suffering from epilepsy. 

In conclusion, let me repeat that while we commend the intent of 
the bill before you today, the Department is already engaged in strong 
and effective program efforts to address the problem of epilepsy. The 
proposed legislation is therefore unneccessary. especially in the light 
of the Assistant Secretary's forthcoming conference on epilepsy. 

That concludes my formal statement. Mr. Chairman. My colleagues 
and I would be glad to answer any questions you or members of your 
committee have. 

Mr. KYROS. Thank you. Dr. Bernstein. 
At this time may we identify who is with you at the witness table. 
Dr. BERNSTI'^IX. Dr. Tower is the director of the National Institute 

of Neurological Diseases and Stroke, and Mre. Trina ScJiulhof is from 
the Department's Office of Jjegislation. 

Mr. KiTROS. Dr. Bernstein, before I turn to ([uestions fiom the com- 
mittee, I   would like to  say although I   admire you very   nnich, of 
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course, and admire the work you have done—and it has been a st€ady 
source of enrichment in my own attitude toward health, the things 
people like yourself do—it is kind of unsettling and dismaying to 
have you come in with such negative attitude toward this simple oill 
and to display before us all the conferences and future conferences 
that you are going to set up to take care of a problem which you define 
as possibly afflicting 2 million people, maybe 4 million people. In other 
words, sitting here in the P^ederal Government, you and I, do not know 
how many people are involved. 

So without much more I will turn to the chairman of our committee, 
Mr. Rogers. 

Mr. ROGERS. Thank you very much. 
I believe you say the estimated cost to the Nation is a little over $4 

billion. 
Dr. BERNSTEIN. Yes, sir. 
Mr. ROGERS. And anywhere from 2 to 4 million people are affected. 

Would that be about right ? I notice you say that we are not doing a 
good job in clinical application of present knowledge, is that true? 

Dr. BERNSTEIN. I believe that is a generic problem in the sense that 
there must always be a gradient of information and capability as one 
moves from the centers where new information is developed out to- 
ward the periphery. As you know, Dr. Edwards and his staff is in a 
major way addressing the problems of attempting to integrate the 
various activities of the Department to find ways to facilitate and 
hasten the transfusion or diffusion of new information into practice. 

I stated that there was a lag and there is necessarily one whenever 
there are centers where in-depth profound new findings are being gen- 
erated, so in that sense necessarily as accomplishments occur in given 
centers, there is a temporary lag in the diffusion of those findings into 
widespread practical use. 

Mr. ROGERS. I presume this is rather accelerated in epilepsy; the 
problem is compounded in epilepsy ? 

Dr. BERNSTEIN. I believe one of the difficulties in being quantitative 
is the absence of data, as was previously referred to. One of the De- 
partment's efforts at the moment is to establish better data systems, 
particularly in cooperation with local communities and States, so that 
we will have a much better handle on the specific categories of disease 
as they occur and as they are handled. 

Mr. ROGERS. In your statement on page 4, you say, "Epilepsy is often 
inaccurately diagnosed and inadequateh' managed." 

Dr. BERNSTEIN. I think that is a reflection of the diffusion lag. In 
centers where the greatest expertise lies, there is a capability to ad- 
dress those individual patient problems in a fashion that is of higher 
qualitv than would be available in the "periphery." 

Perhaps Dr. Tower would care to make an additional comment 
on that. 

Dr. TOWER. Mr. Rogers, as you know, we have undertaken in the 
last year a feasibility study of a comprehensive epilepsy program, 
whicn is addressed to this precise problem in which we expect to bring 
together, in a research center setting, all the otlier services and ancil- 
lary needs that the epileptic requires for total care. We expect this 
study to be completed in approximately a year, and the results of it 
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will allow us to design a definitive program in which we can set up 
these centers in various parts of the country. 

This is aimed at the precise problems you have identified and should 
markedly increase our ability to get tliis information out into the com- 
munity to the general practitioners and oilier paramedical pei-sonnel 
that need it. 

Mr. ROGERS. What efforts have l)een made by HEW in the area of 
general education, information to the general public about epilepsy, 
in order to remove the stigma? Are we doing much; have we spent 
money; do we have people working ? 

Dr. TOWER. Yes, sir. We liave done a considerable amount of work 
in regard to this, both at professional and lay levels. 

Mr. ROGERS. What part of the budget is devoted to education of the 
public on epilepsy ? 

Dr. TOWER. I cannot give you precise figures, but I can provide it 
for the record. 

Mr. ROGERS. Can you give us an estimate ? 
Dr. TOWER. The order of a couple of hundred thousand dollars from 

our budget is going into this each year. 
Mr. ROGERS. Let us have this figure for the record. 
[The following information was received for the record:] 

NINDS OBUOATIONS FOB INFORMATION AND EDUCATION ON EPILEPSY 

The NINDS Information and education program on epilep.sy includes pam- 
phlets for the public in both English and Spanish, a yearly special report to 
Congress {at their request) on the present status of research, on short film, 
exhibits from time to time primarily for scientific audiences, answers to public 
inquiries, and a series of monographs, bibliographies, abstracts, reprints, and 
books to inform the scientific community of all current advances In research and 
treatment. This table shows obligations for Fiscal Year 1973 and Fiscal Year 
1974, 

NINDS OBLIGATIONS FOR INFORMATION AND EDUCATION ON EPILEPSY 

Inlormation Epilepsy 
GPO               office section 

printini      preparation preparation 
coat                 cost cost 

Fiscal year 1973—1143,064 total: 
Epilepsy, Hope Through Research (reprint)  }4,5t7 }S00   
Epiiepsia. Hope Through Research (Spanish) (revised)  2,104 GOO  
Printing o( "Research Profiles 1972^'  364 1,833 J450 
Film, "The Absence Seizure"     5,000 
Monograph No. 1—A Review of Basic and Clinical Research  (80 30  
Monograph No. 14—The Epidemiology ol Epilepsy  11,000 2,740 10,000 
Blood Level Determinations of Antiepileptic Drun  - 268 30  
Bibliograph No. 2—Blood Levels  800 30 2,000 
Epilepsy Abstracts    50,000 
Methodology Woriishop      3,500 
Reprints and distribution ol papers produced by Epilepsy SectlM  2,750 
Expwinwntal Models of Epilepsy (textbook)  24,000 

Fiscal year 1974—$103,164 total: 
Reprinting—Monograph No. 12  2S0 40  
Reprinting—Publication List  iO 40  
Epilepsy Abstracts  53,000 
Neurosurgical Techniques in Epilepsy (textbook)  17,000 
Reprints of papers produced by Epilepsy Section  2,750 
50-year Epilepsy Bibliograph  20,000 
Printingot "Research Profiles 1973"  164 2.000 500 

Mr. ROGERS. I notice, Dr. Bernstein, you say Assistant Secretary of 
Health is going to call a national conference of pei-sons and organiza- 

41-822 0—74 2 



14 

tions most familiar with epilepsy—how many people would 
participate, do you think ? 

Dr. BERNSTEIN. I l)elieve that, perhaps. Dr. Tower and his staff 
could give some more information. I don't know how definitive our 
answer to that question would be. 

Dr. TOWER. For a conference of this sort, we would estimate that we 
would probably need somewhere Ijetween 50 and 100 people. 

Mr. ROGERS. How long would it last i 
Dr. TOWER. Probably a week. 
Mr. ROGERS. Where would it be held ? 
Dr. TOWER. Probably here. 
Mr. ROGERS. You would have them make recommendations? 
Dr. TOWER. Yes, sir, that is correct. 
Mr. ROGERS. AVhat budget would you plan to have i 
Dr. TOWER. The budget would probably require something in the 

order of up to $50,000 depending on how far the people being brought 
here would be coming from and that sort of thing. 

Mr. ROGERS. DO you have to pay their travel ? 
Dr. TOWER. Yes, sir, that is correct. 
Mr. ROGERS. Per diem here ? 
Dr. TOWER. Yes, sir. 
Mr. ROGERS. Then the cost ? 
Dr. TOWER. Yes, sir. 
Mr. ROGERS. When is it slated to be held ? 
Dr. TOWER. The date has not been set. This would depend upon the 

availability of the people once the invitations have lieen extended. I 
would think we would have to plan it for about 8 months from now. 
That is the usual timing. 

Mr. ROGERS. Then maybe by the time we set up this Commission 
and get it going, it would not be much of a time element difference, 
would there, l)ecause this requires a report within a year. I presume 
it would take some time to get this group together that you speak of, 
writing their reports and so forth. So, I expect that would be about 1 
year don't you imagine ? 

Dr. TOWER. I believe we could have a report much sooner than that, 
sir, because once the conference is held, the information can be collated 
and put together quickly. 

Mr. BERNSTEIN. A good deal of the work in such a conference is 
accomplished by staff and the members of the conference ahead of 
time, so the staff papers are created and that allows functional accom- 
plishment of the kinds of things to which you refer. 

Mr. ROGERS. SO, you think a 1-week conference would be as good as 
1 year's study by experts; is that what you are telling us? 

Dr. TOWER. Well, Mr. Rogers, the Commission would have to call 
conferences of its own. The number of people on the Commission 
would lie insufficient, and they would not have sufficient time to 
develop this information themselves. 

I would refer you to the experiences of the Multiple Sclerosis Com- 
mission, in which they brought together between 50 and 60 experts, 
who met at least three times for several days each over the period of 
the life of that Commission, in order to develop the information they 
needed. 



16 

Mr. ROGERS. That is what I think may be needed, but I won't pursue 
that argument now. 

Mr. KYROS. Mr. Nelsen. 
Mr. NELSEN. Thank you, Mr. Chairman. 
I just want to comment that, many times when there is obviously a 

need for putting some emphasis on a program or a problem, bills like 
this are introduced to prod a bit, to move faster, to do more things. 
But in testimony that we have received on other pieces of legislation, 
it is obvious that the inclination on the part of the Congress is to set 
up another commission, another commission, another commission, to 
the extent that I think we have several hundred commissions. At this 
point we seem to dissipate the possibility of success toward a goal by 
making it top heavy with commissions. 

But 1 guess we must say that, frankly, sometimes it would appear 
that the only way we can get the emphasis and get that push is to 
introduce bills. If there is a better way, we want to find it. I have found 
this: That in some of our health legislation we have various programs 
that are presently on the books and everybody wants to maintain their 
personal identity with every program, to the point where you almost 
have battles going on between activities that also dissipate the possi- 
bility of success. 

Now, I just want to say this; while we do not like to be at odds with 
the way things are handled sometimes it appears necessary to prod a 
bit, and I believe the purpose of this bill is to get some emphasis and 
more activity in this field. 

I have had some personal experience with epilepsy in the family, 
and I know liow terrible it is. I hope by some manner or means we 
may, through research, find some cures. 

I have nothing further to say at this point, but I want to think the 
witnesses. It is not always easy to be a witness. I have been one myself, 
so I want to say thank you to all of j'ou wlio are liere. 

Mr. KTROS. Mr. Preyer. 
Mr. PREYER. Thank you, Mr. Chairman. 
I want to commend Mr. Kyros for bringing this to our attention. 

I want to thank you, Dr. Bernstein, for your statement, which cer- 
tainly serves a useful purpose in bringing together all of this informa- 
tion about epilepsy about the different departments that are all 
concerned with epilepsy. 

Let me ask a few questions that may seem a bit elementary. 
You state that the majority of people suffering from epilepsy are 

children and young adults. Is epilepsy something that you eventually 
outgrow or, once you are afflicted with it, do you always have it? 

Dr. TOWER. Mr. Preyer. a number of children will outgrow epilepsy. 
The precise percentage is really unknown, because our data gathering 
meelianisms are imperfect in this regard, but, certainly, a fair percent- 
age of people who develop epilepsy in later childhood or early adult 
life will continue to have it all their lives. This is the reason why it 
presents such a problem from a social and economic point of view. 
They must continue to take chronic medication for all their lives. 

Mr. PREYER. It is a hereditary problem ? 
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Dr. TOWER. Only in part. There is some evidence that some cases 
are hereditary, but the majority are acquired usually through some 
injury to the brain. 

Mr. PKEYER. SO, it is not similar to sickle-cell anemia, where it is 
clear that certain genes are responsible? 

Dr. TOWER. No, sir. 
Mr. PREYER. YOU mentioned the new drugs that are available for 

treating epilepsy and that most patients enjoy relative freedom from 
seizure^. Do we actually have drugs that can control epilepsy for say, 
a majority of people ? I think you said most patients. 

Dr. TOWER. Yes, the number that is usually quoted is 60 percent of 
the patients enjoy complete freedom from seizures while on drugs. 
The other 40 percent have partial or no control. 

We are in the process of developing further drugs which we hope 
will attack this latter percentage of the patients. 

Mr. PREYER. Drugs can now control 60 percent ? 
Dr. TOWER. Approximately, yes, sir. 
Mr. PREYER. And you hope that new research will control 100 

percent ? 
Dr. TOWER. That is our goal, yes, sir. 
Mr. PREYER. SO then, it will be important, as jou mentioned else- 

where, if you have the drugs that can control epilepsy, that patients 
be able to pay for it ? 

Dr. TOWER. That is correct, yes, sir. 
Mr. PREYER. HOW much of a problem is that now? Is there any 

estimate of the number of people for whom drug therapy would be 
effective and yet they cannot pay for it? 

Dr. TOWER. The cost per year is $50 to $500 per patient. We do 
not have an accurate estimate of how many cannot afford this. But 
we do know this a very substantial problem for the epileptic patient 
population, primarily Ijerause many of them are unable to hold jobs 
or to earn an adequate income, and, therefore, this level of cost is 
much more serious to them than it would be to you or me. 

Dr. BERNSTEIN. That would be addressed in the National Health 
Insurance Program, because the administration's position is to cover 
medications. I think this is a demonstration of how some general 
approaches do address and satisfy needs in individual categorical 
illnesses. 

Mr. PREYER. DO these drugs allow for any loosening of the restric- 
tions on drivers' licenses and employment opportunities ? 

Dr. TOWER. In many cases, yes, sir, but as you realize, much of the 
legislation is at the local-State level, and therefore, there will be 
inequities across the country unless these are taken care of Stati* bv 
State and community by community. 

Dr. BERNSTEIN. Part of the educational effort in the Institute in 
other programs is to enlighten the general population so as not to 
impose on these individuals the inequity of attitudes that has been 
existent in the past. 

Mr. PREYER. Let me just ask one other question. 
You mentioned surgical management of the epilepsies and the rela- 
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tionship between head injuries and epilepsies. Are their surgical 
solutions available for these patients ? 

Dr. TOWER. In a certain number of cases, yes. sir. It depends upon 
whether the process in the brain is sufficiently localized so that it is 
amenable to surgical attack. It is what we call focal epilepsy, in 
which the area of the brain which is discharging abnormally is local- 
ized into a focus that can be identified by brain waves and that sort 
of thing and is in an area which is accessible to the surgeon. 

Under these circumstances, it can be taken out, and in at least 50 
or 60 percent of the cases operated on. this results in a cure. Unfor- 
tunately, the majority of the cases do not occur in this fashion. They 
are more generalized and are not amenable to surgery. 

Mr. PREYER. That would be a very small proportion of cases? 
Dr. TOWER. That is correct, yes sir. 
Mr. PREYER. Thank you, Mr. Chairman. 
Mr. KTROS. Dr. Carter. 
Mr. CARTER. Thank you, Mr. Chairman. 
Epilepsy, of course, has been known throughout the ages. Do you 

remember some of the famous men in history who suffered from this 
disease? Julius Caesar, was he not one? Napoleon is said to have 
been one. What do you think are the causes of epilepsy ? 

Dr. TOWER. Dr. Carter, the causes of epilepsy ai-e a great many 
different causes. A few are hereditary in nature. 

Mr. CARTER. Really, have you found that very often ? 
Dr. TOWER. Only in a relatively small proportion of the cases. 
Mr. CARTER. I would like to see your figures on that. 
[Testimony resumes on p. 27.] 
[The following information was received for the record:] 
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Discussion 

GENETIC STUDIES IN CLINICAL EPILEPSY* 
JUUUS  D.   METRAKOS  AND   KATHEKINE   METKAKOS 

We live becauK we have eniyines. Everything 
we do—walkiii);, ihinking, readinf; ihese lines 
—is done wiih some eiuymaiic process.—KRNKST 
KMEK 

In their assessment of modem molecular 
biology as it applies to the epilepsies, Mc- 
Khann and Shooter pointed out that en- 
zymes are proteins which have lieen coded 
and synthesized by genes. By this token, 
Ernest Borek could have s.iid, "We live I>e- 
cause we have genes." 

In the study of disease at the molecular 
and developmental levels, any lines of de- 
marcation that may have existed previously 
all but disappear between heredity and en- 
vironment as ctiological farlors. If genes 
are involved in everything we do and if 
heredity and environment interact and can- 
not be clearly separated, it is not surprising 
that genes have been implicated in the 
most frequently occurring of constitutional 
diseases, including heart disease, cancer, 
diabetes, and the epilepsies. 

From the geneticist's point of view, it is 
not presumptuous to state that the most 
basic of the mechanisms of the epilepsies is 
the minute gamete and the genes which it 
carries from one generation to the next. 
There will be no attempt made here to 
outline basic principles of genetics and 
various modes of inheritance; these may be 
found in any standard textbook of human 
genetics such as Grnetics in Medicine by 
Thompson and Thompson [26]. Instead, 
the discussion will be limited to: (I) certain 
basic concepts and mechanisms of which the 
genetic epijeptologist must be aware in his 
searcli for genetic factors in the epilepsies 
and (2) that which the committee for this 
volume referred to as an original contribu- 

tion expected of each discussant. Ho|x;fuIly, 
these two additions will serve suitably as 
adjuncts to the contributions of McKhann 
and .Shooter, to help uu<lcrscurc the basic 
biochcniital genetics concepts presented. 

.SEARCH FOR GENETIC FACTORS IN 
1 HE EPILEPSIES 

The genetic epileptologist, in his search 
for genetic factors in the epilepsies, may 
think and proceed along certain avenues. 

Clinical and Genetic Heterogeneity 

First of all, it niu.st be aj>preciated ih.it 
the epilepsies constitute a highly hetcri>- 
gcncoiu group of diseases, that tlic hetero- 
geneity is not only clinical but also genetic. 
Genetic heterogeneity refers to different 
genetic situations, botli at the chromosomal 
and genie levels, which may be capable «f 
producing similar clinical pictures (plieno- 
types) as far as seizure patterns are con- 
cerned. For example, we know of a chro- 
mosomal disea.se, the DI trisomy, where 
part of the syndrome is minor motor sei- 
zures and where the EEG frequently slioin' 
atypical spike-wave complexes [25]. Many 
hereditary diseases also affect the br;iin 
whose genes produce seizures as part of 
their pleiotropic effect. Examples of die*e 
arc aiitosomal dominant tul>erose sclerosis, 
autosomal recessive galactosemia, and sex- 
linked recessive hydrocephalus. Many other 
examples may be found in Pratt's Tlir (ir- 
netirs of Neurological Disorders [20] ai>«l 
in McKusick's Mendelian Inherilnnrr in 
Man [12]. Of primary interest here i» 
whether part of this genetic hctcrogeneiiy is 
due to specific epilepsy per se genes, ca|>;il»le 

• Thi» ruviow artirlr based on invrstii.iitions supported by PHS Reavarch Grant N'B00706-14 from 
.N'alional Innlitute of \«'iiroli»>ricaI DineuiteK and Stroke. Bimir Mrrhuutnw it/ fitt Eiiile/tgirH, "Genetic 
Studies in Clinical Epile|isy", Ed. .lasper. Ward, and Pope. Boston: Ijllle. Brown A Co.. 196». pp. 700-iOH. 
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of producing cpilcp^iy alone with no other 
obvious clinir.ll  symptomalolngy. 

Familial and Genetic Epilepsy 

When a wellKlcfincd diniral form of epi- 
lepsy is distinguishccl, the first question to 
investigate is wlictlicr it is familial. Familial 
means simply whether near relatives ol an 
afTected individual arc similarly affected 
more often than near relatives of a com- 
parable unaffected individual. This step is 
not as simple as it sounds since numerous 
biases may creep in and distort the answer. 
The first problem is to set criteria for af- 
fected and unaffected. If the genes involvetl 
result in variable severity (expressivity), 
then it is essential to decide at which point 
of severity and at which level of examina- 
tion a near relative will be considered as 
affected similarly to the patient (proband). 
Is one convulsion sufficient? Are border- 
lands of epilepsy to be included? Is an 
eptleptiform EEC without clinical seizures 
sufficient? Does a specific aminonciduria 
with no other signs or symptoms indicate 
the presence of a single dose of a recessive 
pathological gene (lieierozygous carrier)? 

These and other biases have caused and 
continue to cause considerable confusion in 
the literature. A more detailed account of 
some of these has been given elsewhere [H]. 
However, when these biases are minimized 
and investigation is properly controlled, it 
is generally found that the prevalence of 
individuals with a history of seizures or 
cerebral dysrhythmias or both, is higher 
among near relati\'es of epileptics than 
among near relatives of nonepileptics. 

Since familial predisposition does not 
necessarily mean that the condition is ge- 
netic, other investigations are needed to 
establish that genes are indeed involved. 
Pedigree, twin, and sibling studies have 
supportetl the conclusion that resistance or 
susceptibility to epilepsy in general is under 
genetic control. Unfortunately, at the pres- 
ent time our knowledge concerning these 
genes is very limited. For example, we know 
little if anything about such matters as the 
following. 

Mode of Inheritance. Although the 
mode of inheritance is known for many 
rare cerebral diseases where epilepsy is part 

of the syndrome, for the commoner forms 
of epilepsy, the inheritance pattern remains 
unclear and seemingly complex. If these 
forms of epilepsy are due to interaction of 
two or more genes, which is the case with 
common iliseascs, ilie answer would be very 
difficult to obtain. Even if it is due to a 
single pathological gene, the answer may be 
complicated by phenomena of variability 
of expression anti age of onset and lack of 
penctranrc. The fact that in centrence- 
plialic epilepsy there is an optimum age at 
which the centrencephalic EEG trait can be 
demonstrated (that is, an aspect of lack of 
penetrance) made it difficult for a long time 
to realize that tlie major gene in this form 
of epilepsy is an irregular, autosomal, 
dominant gene [16]. How many modifying 
genes may be involved still remains unclear. 

Gene Frequency and Mutation Rale. 
When a gene has been identified and its 
mode of inheritance is known, several other 
questions concerning it are then raised. 
What is the relative frequency of the patho- 
logical allele to its normal allelc? The an- 
swer to this question will provide an esti- 
mate of the numl>er of affected individuals 
and of the number of carriers for any par- 
ticular recessive form of epilepsy. In this 
context, the rate at which the normal allele 
mutates to its pathological fonn and selec- 
tive factors becomes important. Except for 
very few hereditary cerebral diseases men- 
tioned alrave, nothing is known alioul gene 
frequency and mutation rate of epilepsy 
genes. 

Phcnocopy. Wlien an environmental 
factor produces a clinical picture closely 
resembling that produced by a gene, the 
affected individual is referred to as a pheno- 
copy. In the epilepsies, of coiirse, it is im- 
portant to establish whether environment 
or heredity is the primary etiological fac- 
tor. Both type of treatment and what is said 
in genetic counseling would depend on this 
distinction. It is of interest to note here that 
whether a phenocopy results from an en- 
vironmental agent (for example, trauma or 
febrile disease) may well depend on thresh- 
old genes controlling resistance or suscepti- 
bility of the individual. This is another 
example of the futile attempt to separate 
environmental and genetic factors. 
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Linkage and Assoriation. I( a gene ex- 
ists, it must orriipy a loriis on .1 pariii iilar 
clironioMinic. (Icncs whose loci arc on llic 
same cliromosonic sliow linkage relation- 
sliips with one another. At the moment wc 
know of no such linkages between e|iile]»y 
genes an<l marker genes, (or example, bloo<l 
groups. It is im|X)riant 10 dilTereutiate be- 
tween linkage and association. For example, 
if migraine headache, iriMiinality, suicide, 
and psychosis are more apt to ap|}ear 
among family meml>crs of epileptics than 
in the general |><>pulation, this would l>e a 
mere association, anil no genetic linkage 
should be implied. (Incidentally, such an 
association between the conditions men- 
tioned and epilepsy has not, in the opinion 
of the authors, been established.) 

Mode of Gene Atlion. In recent years, 
biochemical genetics has become the most 
fundamental and must im|x)rtant aspect of 
genetics, that branch of genetics which deals 
with how gcnic DN'A produces its ultimate 
effect. This topic, amply reviewed by Mc- 
Khann and Shooter, will not be expanded 
other than to point out that in the epi- 
lepsies, seizure as an end product of a gene 
is undoubtedly very far removed, by many 
steps, from the primary protluct of the gene. 
As suggested by McKhann and Shooter, it 
may well be that the end product of the 
gene is formation of an abnormal protein 
and the seizure is a far-removed neurophys- 
iological consequence. Wide as this gap 
may be, it is of utmost im|X>rtance that it 
be bridged and that intenncdiate steps be- 
come known. It is a sad commentary that 
although more is known alx>ut the genetics 
of the erythro<yte than about any other 
differentiated cell of the human body, the 
reverie is probably true about the neuron. 

• The task of isolating and characierinng 
proteins specific to tlie nervous system is 
just beginning. 

Genr Regulation. For the sake of sim- 
plicity, discussion so far has lx;en in terms 
ol single epilepsy genes of different cate- 
gories. However, when it is recalled that no 
gene acts solely by itself but is dependent 
upon the whole gcnoty|>e, probably some 
10,000 gene pairs, it is iinnecesviry to men- 
tion that biochemical products of each gene 
interact, directly or indirectly, with biochem- 

ical proclucts of all other genes of the individ- 
ual. Modem gene concepts state that all 
major genes have not only pleiotropic ef- 
fects but that their action is delicately 
balanced by a numljer of controlling genes. 
.Some of the controlling genes act as in- 
diicers, while others act as inhibitors. 
Several adjacent genes concerned with the 
same synthetic process, with a switch gene 
at one end, and a regulator gene elsewhere, 
are in a state of dynamic etpiilibrium— 
the opcron. Whether cpilc|»y operons exist, 
or whether o|>erons exist at all in man, has 
not been established: but it is clear that 
with common diseases of man, such as epi- 
lepsy, in addition to major genes there are 
a number of modifying genes resulting in 
multifactorial inheritance or (if a threshold 
is involved) quasi-continuous variation. 
Thus, although a single major gene may be 
res|X>nsible for the ri-nlrencrphalic EEC 
trait, a number of other genes may be con- 
trolling such f-tctors as its variability in age 
of onset, sex distribution, and ie\-erity into 
typical and atypical. 

Balanced Polymorphism 
When the genetic structure of a popula- 

tion is such that .several fonns of a gene 
(allelcs) are maintained in various but 
s|>eciru' frequencies, such a ]>opidation is 
referred to as exhibiting balanced polymor- 
phism. Of such a polymorphic population 
for a particidar type of genetic epilepsy, 
several tpiestions could be asked. Why is 
the disease so common? What is the relative 
fertility of affected and tmallecteid indi- 
viduals? What are natural and artificial 
selection pressures? Do genetic carriers show 
hybrid vigor? Arc there any racial or ethnic 
differences? At the moment there are i>o 
answers to any of these questions. 

Animal Studies 
In a review of comparative genetics in 

manmials, Naclushcim [18] lists 40 heredi- 
tary diseases of mannnals of which counter- 
parts are also found in man. Epilepsy is one 
ol these diseases. Sidman et al. [24] have 
cataloged no less than 90 neurological 
mutants in inbred strains of mice. At least 
15 of these exhibit epileptic seizures. What 
a wealth of material is here for the clinical 
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epileptologist   to   pursue   parallel   animal 
stu<licsl 

The complexity of the Hcnetic mccli.inism 
has been demonstrjtcd in llic case of iiudio- 
genic seizures in mite. It lias been found 
that not only is susceptiliilily to auilio);ciiic 
seizures licretlitary liut al.w> tlic ability to 
recover (5). Furtlicrniorc, Rcncs resfxinsible 
for susceptibility and fur recovery segregate 
inilepenclently from one another. Mure 
recently Meier [13], Ranch [21], and others 
[9, 23] have shown association Ijetv^een 
phenylalanine metalx>lism and suscepti- 
bility to audiogenic seizures in mice. Find- 
ing an inhibitor of phenylalanine hydro- 
xylase in dilute mice (that is, the susceptible 
strain) suggests that seizures may result 
from accumulation of phenylalanine me- 
tabolites which have been shown to inhibit 
decarboxylases. In particular. Shydroxy- 
tryptophan decarboxylase is inhibited [28]. 
This enzyme, it will be recalled, is respon- 
sible for synthesis of serotonin, the sub- 
stance which is selectively concentrated in 
certain brain regions, for example, limbic 
system. Inasmuch as phcnylkctonuria and 
seizures are also found together in man, 
parallel studies between man and other 
mammals become essential and should 
prove most productive. 

Therapy and Pharmacogenetics 
The present treatment of epilepsy has 

been described as the brute force approach 
(surgery) and the trialand-error approach 
(anticonvulsant therapy). These two ap- 
proaches will undoubtedly continue to 
serve the epileptic well for many years to 
come. However, if certain forms of epilepsy 
can be traced to genes, then an understand- 
ing of their biosynthetic pathways becomes 
essential for a more scientific program of 
therapy. Just as genetic blocks (absent en- 
zymes) at specific points in the biosynthetic 
pathways have been identified in phenyl- 
ketonuria and galactosemia, so too, in 
genetic forms of epilepsy, it should be pos- 
sible to identify enzymatic accumulations 
or deficiencies. If intermediate substances 
are accumulating, an understanding of 
their bicKliemical nature and position in 
the biosynthetic pathway would make their 
removal possible. If the deficiency is due to 

an absent enzyme, then at least theoreti- 
cally, substitution is pos.sible. Recently 
Haglxrrg [8] refxined on a group of epi- 
leptic children with di.sturlxrd iryptoplian 
metaliolism who were treated with vitamin 
B. 

The term pliannacogenctics, first used by 
Vogel in 195!) [27], denotes genetic varia- 
tion of re.s|>onsc to drugs. Pharmacogenet- 
ics, therefore, is a special as|)cct of therapy. 
Genetically determined variations of re- 
sponse to several drugs are now known [6]. 
For example, it has been well established 
that the rate of isoniazid metabolism in 
man is controlled by an autosomal pair of 
genes. Similar studies have been conducted 
with such drugs as the muscle relaxant, 
suxamethonium, with sensitivity to prima- 
quine, and with psychotherapeutic drugs 
such as the phenothiazines. In all these 
studies, evidence for genetically determined 
variations has been found. References to 
these and other studies may be found in 
Kalow's Pharmacogenetics. Heredity and 
the Response to Drugs [II], where three of 
the nine chapters arc devoted to heritable 
factors recognized in man through the use 
of drugs. 

It is conceivable and highly likely that 
response to some anticonvulsant drugs may 
be under the control of genes. Such a find- 
ing would answer the present puzzling 
question of why, in two seemingly identical 
clinical cases of epilepsy, one responds well 
to a given anticonvulsant to which the 
other remains resistant. 

Genetic Counseling 

An ultimate objective in any genetic in- 
vestigation of man is the transfer and ap- 
plication of genetic knowledge to genetic 
counseling situations. If I marry, what is 
the risk that my children will be epileptic 
as I am? I have an epileptic child, what is 
the risk that my next child will also be 
epileptic? The answers to these questions 
have been discussed elsewhere [17] in con- 
nection with centrencephalic epilepsy. 

If accurate, empirical-risk figures exist, 
then genetic counseling can be given with 
confidence. However, it is unlikely that 
reliable, empirical-risk figures for different 
classes of relatives can be determined with- 
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out knowledge nnd appreciation of the 
(|iie%tions considered under the alK>ve five 
headings. 

ORIGINAL CONTRIBUTION TO 
MONOGRAPH 

Investi);niions conducted in the last 15 
years have added substantially to the con- 
clusion that hereditary factors are impli- 
cated in the etiology of the epilepsies. The 
results of |)ediRree. elcctrocncephalographic, 
twin, animal, and biochemical studies by 
many invesiigators have compounded the 
evidence. Thus the problem is no longer 
whether or not genes arc important in the 
epilepsies, but rather (I) to identify which 
genes are acting in which of the epilepsies, 
and (2) to determine which of these genes 
may be common to more than one" type of 
epilepsy. Because of its significance, only the 
second question will be considered here, by 
reviewing briefly four different but related 
studies. For simplicity, in all four studies, 
observations will \x confmed mainly to sib- 
lings of four difTercnl types of epilrplic 
probands. Although significant differences 
have licen demonstrated Ijetween brothers 
and sisters in one of these studies, for the 
purpose of this discussion this separation 
will not be made. 

Spike-Wave Epilepsy 
(38} Siblings) 

Evidence has been presented elsewhere 
[15, 16] supporting the hypothesis that the 
EEC showing a relatively good background 
pattern but with interspersed paroxysmal, 
bilaterally synchronous bursts of 2.5-S.5 
cycles per second (cps) spike-wave com- 
plexes is inherited as an autosomal domi- 
nant trait, that additional factors, environ- 
mental and genetic, interact to precipitate 
the clinical seizures. 

In trying to keep up with recommended 
changes in terminology, we have, unfortu- 
nately, referred to this type of epilepsy in 
the past as both centrencephalic and epi- 
lepsy of subcortical origin. This means 
being guilty of contributing to confusion 
which exists presently regarding the neuro- 
physiological significance of generalized, bi- 
laterally synchronous spike-wave discharges. 

For clarification, Iwfore proceeding fur- 
ther, an individual is said to have the spike- 
wave EF.G trail, if (I) at any time his 
electroencephalogram shows bursts of par- 
oxysmal, bilaterally synchronous spike- 
wave complexes occurring rhythmically at 
a frequency of 2.5-S.5 cps; (2) his record 
shows a relatively good background pattern 
and no localizing features: and (3) the 
trait is obtained spontaneously in the rest- 
ing record and/or <Uiri|ig hypcr\entilatjon, 
and/or during photic stimulation. (Inter- 
mittent photic stimulation is carrie<l out 
with eyes closed at frequencies of S, 15, 18 
alpha, 20 and 25 flickers per second for 
6-8 seconds; and at intensity, full, 16.) In 
other words, several levels of pcnetrance are 
considered when deciding whether or not the 
trait is present. An individual with the trait 
may or may not have a history of clinical 
seizures. It should also lie pointed out that 
an individual may exhibit the trait with 
activation only in one record and spon- 
taneously in the re.sting record at another 
time. Thus, approximately 85 percent of 
probands who usually have several EEGs 
show the trait in the resting record, ap- 
proximately 10 percent show the trait with 
hy|>crventilation, and 5 |)crccnt with photic 
stimulation. On the other hand, with sib- 
lings who usually have only one EEC, only 
approximately 60 percent show the trait 
in the resting record; the remainder show 
the trait either with liyperventilation (35 
percent) or with photic stimulation (5 per- 
cent). 

The studies to be re|)oried here simply 
attempt to estimate prevalence of the spike- 
wave EEC trait in siblings of different 
groups of epileptic probands. Whether this 
type of EEG originates from only subcorti- 
cal or only cortical or from both mecha- 
nisms is beyond our competence to decide; 
the polemics are accorclingly left to those 
better fortified to reach a conclusion. 
Whether or not the EEGs are over-read » 
that prevalence of positive EEGs is higher 
than it should be is of im|X)rtance and of 
concern. However, if this type of subjective 
error is of the same order of magnitude and 
in the same direction in the control EEGs 
of siblings of nonepileptic probands, then 
our concern is lessened. Since EEGs arc read 
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without prior knowledge o( which group 
ihey belong (o, dangers of this type of bias 
are minimized. 

]n the study referred to [15, 16], approxi- 
mately 37 percent of the siblings of priv 
bamls with spike-wave epile|»y have the 
tpike-wave EEG trait, compared with 5 
penent of comparable controls (Fi(». D21-I). 
For other types of cerebral dysrhythmia, 
there is no essential difference between the 
experimental and control groups. 

It it dear from the distribution curve 
that age has an important bearing on 
whether the EEC trait will be present in 
the siblings (Fig. D24-2). The trait is not 
fully developed at birth, but its prevalence 
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rises rapidly, so that in the age group of 
5-15 years more than 40 percent of the 
siblings show the trait. For older age 
groups, the trail tends to disappear and by 
•10 years of age it is very seldom present, as 
evidenced by low prevalence in the parents. 
This higher prevalence of paroxysmal, bi- 
laterally synchronous spike-wave discharges 
has been found in siblings of at least three 
other groups of probands with clinical 
seizures. 

Febrile Convulsions (H7 Siblings) 

By observing certain strict criteria. 
Escala, one of our colleagues, obtaineil 
EEGs of siblings of children who developed 
brief, generalized convulsions in association 
with fever for the first lime between the 
ages of 6 months and 5 years. 

Prevalence of EEC abnormalities among 
the siblings is significantly higher than 
among siblings of comp;irable control pro- 
bands (Fig. D24-S). It is of interest that 
approximately 21 jMjrcent of siblings of the 
ex|ierimental group hati the spike-wave 
EEC trait. 

Probands with Focal EEG 
(127 Siblings) 

Changing concepts regarding focal epi- 
lepsy promptetl a study to test the hypoth- 
esis that a familial convulsive tendency, as 
expressed in the EEC, may be an under- 
lying factor in this form of symptomatic 
epilepsy. In order to avoid subjective inter- 
pretations, probands were chosen on  tlie 
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basis of ihe single objective criterion of 
having a focal EEC abnormality; however, 
surgical intervention was not indicated in 
any of the probands chosen. 

Prevalence of abnormal EEGs among sib- 
lings of the focal group is signiBcantly 
higher than among siblings of a control 
group (Fig. f524.4). More specifically, preva- 
lence of individuals with the spike-wave 
EEC trait is significantly higher in the 
experimental than in the control group. 
Prevalence of cerebral dysrhythmias among 
siblings of probands with a focal EEC ab- 
normality is approximately the same as that 
reported above for siblings of probands with 
spike-wave epilepsy: however, distribution 
of types of abnormalities is different. 

Probands Treated Surgically for 
Focal Epilepsy (6} Siblings) 

Presently, Eva Andermann, ancHher of 
our colleagues, is studying families of epi- 
leptics who have been operated on for focal 
epilepsy at The Montreal Neurological In- 
stitute. To date only 48 families have been 
studied and EEGs have been taken on only 
63 siblings; however, it is already apparent 
that on the whole, prevalence of EEC ab- 
normalities among the siblings, parents, 
and offspring of epileptic probands is sig- 
nificantly higher than among the same class 
of relatives of the control group (Fig. 
D24-5). 

When siblings are considered separately 
(Fig. D24-6), it is found that only approxi- 
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mately 10 i>ercent have the spike-wave 
EEC trait. This prevalence is far smaller 
than for the other three studies: with the 
small numbers involved, it is not signifi- 
cantly different from that found in con- 
trols. However, an explanation that 
accounts for most of this difference it that 
the mean age of siblings of this group is 
much higher (22 yr) than that of the other 
three groups (6-8 yr). This point has been 
discussed in more detail elsewhere [2]. 

The four studies are summarized on the 
basis of percentage of siblings showing the 
spike-wave EEC trait (Fig. D24-7). In 
each of these studies, whenever higher 
prevalence of epileptiform EEC abnor- 
malities is found in siblings of epileptic 
groups than in siblings of control groups. 
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most of the elevation appears to be due to 
higher prevalence of iiulividtials with the 
•pike-wave EEC trait. 

Th^s .observation suggests that perhaps 
levetal of tlie epilepsies, including febrile 
convulsions, have at least one genetic factor 
in common which may well be the auio- 
lomal dominant gene responsible for the 
spike-wave EEC trait. Whether or not 
the EEC trait is due to an autosomal domi- 
nant gene or to quasi-continuous variation 
woidd not alter the empirical risk figure 
reported. On the basis of the former hy- 
pothesis, frequency of this major pathologi- 
cal gene is high, p = 0.02, so that it is 
carried by approximately 4 |)ercent of a 
randomly mating population. Its presence 
may be demonstrated in the resting record 
or elicited with hypervcntilation or inter- 
mittent photic stimulation. But whether or 
not it can be demonstrated depends in 
great part on the age of the individual at 
the time the EEC is taken. Thus, in the 
population as a whole, when all age groups 
are included, the spike-wave EEG trait 
may not be demonstrable in more than one 
percent of those tested. 

Many investigators representing different 
disciplines have suggested, in the last few 
years, the need for a complete rcevaluation 
of our concepts of epilepsy. In the words of 
Niedermeyer [19], "Decades of heated dis- 
cussions have taught us that no straight 
line can be drawn between the focal, pre- 
sumably acquired type and the generalized, 
presumably predispoMiional type of con- 
vulsive disorder." Ajmone-Marsan [I] and 
Gloor [7] have expressed this same view in 
different  wa>^.  Rodin  [22],  Bray  [S,  4], 

Hughes [10], and several others have pro- 
duced data, in the last two years, in supjiort 
of genetic factors in the so<allcd focal 
epilepsies. 

Cloor [7], in a most recent provocative 
review of paihophysiological bases of gen- 
eralized bilaterally symhronous spike- 
wave discharge, proposes that this ty|)e of 
generalized seizure is the result of an ab- 
normal interaction of both cortical and 
subcortical grey matter; for this reason he 
suggests using the term "generalized cor- 
tico-reticular epilepsies" when describing 
epilepsies characterized by this specific type 
of electroencephalogram. (For the moment, 
we shall resist the temptation to adopt the 
new terminology.) 

SUMMARY 

In terms of recent developments in mo- 
lecular biology and particularly in bio- 
chemical genetics, the clinical seizure 
observed in an epileptic is very far removed 
from the primary product of any gene 
which may be involved. In the strictest 
sense, clinical seizure has no ordinal posi- 
tion in a biosynthetic pathway, not even 
as an end product. This also applies to 
cerebral dysrhylhmias recorded in the elec- 
troencephalogram. Important as electroen- 
cephalography is in studying convulsive 
disorders, it has no role in the biochemical 
identification of disease. It would be as if 
an electrocardiogram were taken in order 
to ascertain the blood group of the patient. 
However, both clinical seizure and cere- 
bral dysrhythmia may well be the neuro- 
physiological consequence of a genetically 
controlled biosynthetic pathway. In this 
context, it would have to be admitted that 
knowledge of genetic factors in the epi- 
lepsies is still negligible. 

Such knowledge may remain negligible, 
it is feared, unless the neuroph\'siologist, 
tlie neurobiochemist, the neuropharma- 
cologist, the neurobiophysicist—in short, 
the contributors to and readers of this 
volume—aid the geneticist and entCT the 
exciting and rewarding field of biochemical 
genetics referred to by McKhann. Shooter, 
and Tower. Because this era is one of mo- 
lecular biology, there is little if any doubt 
tliat the breakthrough in epilepsy, when it 
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comes, will be in the discipline of biodiem-    will probably be, to our surprise and dc. 
ical genetics. Ii is surmised that the answer    light, a relatively simple one. 
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Dr. TOWER. The best figures come from Montreal. Drs. Metrakos, 
husband and wife team, w-no studied this very extensively, have iden- 
tified a significant percentage of patients in their study who show 
hereditary tendency toward this. I think the situation here is a little 
more complex than just saying simply it is inherited. 

There may be a predisposition upon which other factors can play and 
make it more eviclent in this particular group of patients than others. 
However, we know that the majority of patients acquire their epilepsy 
as a result of injuries at the time of birth, injuries later on, head 
injuries of various sorts in sports, automobile accidents, and so on. 

It can also be caused by infection, febrile convulsion, meningitis. 
It can be caused by tumors and a whole host of things. 

Mr. CARTER. Even arteriosclerosis in our elderly may cause it. 
Dr. TOWER. Yes, sir. 
Mr. CARTER. I have seen some of these particular people who, when 

they get older and arteriosclerotic and consume a little of the spirits 
of the fruit of the vine, have convulsions as a result of it. 

Dr. TOWER. That is correct, yes, sir. 
Mr. CARTER. We have had for many years various treatments for 

epilepsy, have we not ? 
Dr. TOWER. Yes, sir, that is correct. 
Mr. CARTER. And the treatment has been widespread throughout our 

country. All physicians, I would say, certainly are taught the treat- 
ments and the different medicines which are used, although these have 
not been completely effective. We do have cases of epilepsy, do we not, 
many of which are uncontrolled ? 

Dr. TOWER. Yes, sir, we do. 
Mr. CARTER. I believe one theory that I read not too long ago stated 

that man is unable to discharge through a scarred area of the orain all 
of the sensations it receives. These are stored up until they attempt to 
go over the bridge all at once. When they are discharged suddenly in 
this way, the result is a con\ulsion. Have you read of that theory ? 

Dr. TOWER. I am not completely familiar with that, sir. Actually 
most of the evidence indicates that the problem is an instability in the 
normal maintenance of the nerve cells in an involved area, so that they 
discharge more readily and more spontaneously. In other words, the 
normal control over the discharge of neurons as required is lost. This 
can arise from a variety of circumstances. 

Mr. CARTER. Jyormally the discharge takes place all the time. We 
receive certain sensations and they are discharged, but as I have been 
taught and have read, these sensations are stored over a long period 
of time because they camiot be discharged due to scarring of the path- 
way over which they would normally go, but even then they are built 
up—the neurons build up until they finally attempt to bridge the gap 
and result in stimulation of all the nerves of the body and cause a 
convulsion. 

But anyway it is a very serious disease. We realize that. Do you 
think that perhaps in the use of the medicines that we have today we 
have not been getting sufficiently high blood levels? Is that correct? 

Dr. TOWER. This is a very important aspect of the problem. As I 
think you are aware, sir, recent methods available for following the 
blood levels in patients have i-esulted in a significant increase in our 
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ability to manage these patients by correlating the blood levels with 
the control of the seizures. For some of the drugs this has increased 
the efficiency of the drug by a significant percentage by following the 
blood levels and making sure they are adequate. 

Mr. CARTER. And being able to determine the blood levels and to 
increase them to maximum effective level ? 

Dr. TowKR. Yes, sir. 
Mr. CARTER. What are some of the drugs used now in the treatment 

of epilepsy ? 
Dr. TOWER. Of course, the two standbys, which you are familiar with 

are Phenobarbital and Dilantin, but we have introduced a number of 
new ones over the past years and I think the new one, Carbamazepine, 
which has just been introduced this year, and primidone. ethosuccimide, 
and some of the others have been very useful additions and welcome 
to the epileptic patients everywhere. 

Mr. CARTER. Which one of these causes enlargement of the gingiva? 
Dr. TOWER. Dilantin. 
Mr. CARTER. HOW much do you spend for research in the National 

Institute of Neurological Diseases and Stroke on this particular area 
of concern ? 

Dr. TOWER. Our figure for 1973 was $6.6 million. It went up to about 
$6.5 million last year and will remain approximately that figure as we 
estimate for the present fiscal year. 

Mr. CARTER. I believe it was $6.4 million, as I read it, for research. 
Dr. TOWER. That is correct. 
Mr. CARTER. How do you disseminate the results of vour research ? 
Dr. TOWER. It is disseminated in several ways. The reports by the 

investigat^)rs in scientific and medical journals; we have a series of 
monographs that we developed in our Epilepsy Advisory Committee 
on the present state of the art reports; and the Institute puts out 
monographs and short bulletins. 

Mr. CARTER. HOW effective has surgical treatment of epilepsy been? 
Dr. TOWER. In those cases that are considered suitable for surgery, 

the figures are somewhere around 50 to 60 percent. We are in the 
process now of developing a monograph on the surgical treatment of 
epilepsy which will gather together all the data we have. When that 
is together, we can give you a more accurate figure than we liave now. 

Mr. CARTER. What are the methods of surgical treatment? 
Dr. TOWER. This is excision of the focus. 
Mr. CARTER. Of the scarred area of the brain ? 
Dr. TOWER. YeSj sir. 
Mr. CARTER. Did you every do a prefrontal lobotomy? 
Dr. TOWER. No, sir. It will be done in the area identified as a dis- 

charged focus. A great many of these are in the temporal lobe. 
Mr. CARTER. Thank you very kindly, Mr. Chairman. 
Mr. KYROS. Thank you, Dr. Carter. 
Mr. Hastings. 
Mr. HASTINGS. Thank you, Mr. Chairman. 
First, I want to commend you, Mr. Kyros, for your great interest 

here. I would like to say the National Epilepsy Foundation has a great 
friend in Mr. Kyros. His perserverance and persistence particularly 
with members of this committee to provide further recognition of this 
problem has been great, I might say. 
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What is the incidence of the increase or decrease in epilepsy in the 
last 10 years, Dr. Tower ? 

Dr. TOWER. The data are rather imperfect. Our estimate is that we 
may be adding something in the order of 100,000 a year. How this 
compares with the attrition at the other end I don't think we know 
yet. This is an area where we need better figures than we have avail- 
able to use. 

Mr. HASTINGS. We just do not have the numbei"s to provide a valid 
judgment in that area? 

Dr. TowEU. That's right. 
Mr. HASTINGS. I would hope that would be accomplished. That 

would be a great help to Congress in determining in which direction 
we should go. Is it an increasmg or decreasing problem ? 

Dr. BERNSTEIN. AS time goes on and mechanisms for identification 
of the problems become better, there are recognitions and diagnoses 
that would not have been made 10 or 20 years ago. There is an inherent 
difference in knowing for sure of the change in the process over a 
prolonged period of time. 

Mr. HASTINGS. I am interested in your statement where you say 
the clinical application of research findings has not kept pace witn 
research and development in epilepsy. 

Dr. BERNSTEIN. Perhaps I could just use the example Dr. Tower 
referred to of a new method for measuring blood levels and the various 
drugs used in treatment. These measurements use a very complicated 
sophisticated technique whicli lias been developed in major centere. It 
will take some time before that kind of a complicated measurement 
])rocedure diffuses out so it is available to all the health care practi- 
tionei-s tliroughout tlie country. 

Insofar as tlio ability to make the liest judgments as to dosage in 
individual patients may be related to that kind of measurement, 
tlien that lack in itself is an index of tlie failure to diffuse rapidly a 
teclinique whicli could be useful. It is just a natural and ever-present 
problem. 

Mr. HASTINGS. Tliat was my next question. That is a formal lag 
witli tliis type of technological advancement ? • 

Dr. BERNSTEIN. I believe that would l)e correct. 
Mr. HASTINGS. It is not just a communications gap or lack of finan- 

cial resources? 
Dr. BERNSTEIN. I tliink those two relate. Certainly the 11 centers 

Dr. Tower referred to in which feasibility is going to be looked at 
for an overall and whole approach to the epileptic population will 
have to include that kind of thing as well. 

Dr. TOWER. I would like to augment that statement by saying we 
feel that information both to the general practitioner and the com- 
munity and to the paramedical personnel in the area served by such 
a center would be a major activity and would deal with the problem 
that you have just identified. 

Mr. HASTINGS. Your general position though—and I think this 
probably is true in almost all the areas of special diseases—is that we 
should not start creating special commissions, committees, institutes 
for every disease that is known to mankind. I think that is generally 
the feeling of HEW. 

41-622—74- 
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Dr. BERXSTEIX. Yes, sir. I think the einpliasis of the liealth agency 
has been to attempt to integrate, to go toward a comprehensive 
approach to some of the medical problems that we are addressing. 
And the fact that one is trying to take a more general and compre- 
hensive approach does not necessarily indicate that thei'e is an absence 
of appreciation of categorical diseases and empliases. 

I think functionally what we are proposing to do is genei'atc the 
kind of information that is proposed in this bill and to do it within 
the framework of existing HEW capabilities and staff activities using 
outside advice. It would have the advantage of coming with that of 
the operating arms of the agencies to transition from new information 
and advice to actual accomplishments. 

Mr. HASTINGS. Thank you. 
I might say whether this legislation becomes law in this session o.f 

Congress or not, I think obviously the accent that will be placed 
certainly by the Congress—and I am sure of the suggestion for the 
national confei'ence—is going to at least put a greater spotlight on 
the problem of epilepsy. 

I appreciate your testimonj' and certainly under Mr. Kyros' 
stewardship this legislation is going to receive very careful scrutiny. 
Thank you very much. 

Mr. KYROS. Thank you very much, Mr. Hastings. 
Dr. Bernstein, is epilepsy a reportable disease, that is, to the Center 

for Disease Control ? 
Dr. BERNvS'rEiN. I do not believe it is. 
Mr. KYROS. Should it be? 
Dr. TOWER. Mr. Kyros, that is a kind of a double-edged problem. It 

would be nice to have it reportable from the sense that we would know 
how many cases there were, but until all the legislative and social 
barriers are removed for the epileptic that would pose a threat to 
many patients in many parts of the country, this cannot be. 

Mr. KYROS. That is understandable. Are we looking into the possi- 
bility of whether it is going to be reported or not ? I am confused by 
the number of people afflicted. While this is not something that I feel 
ypu should be able to come up with totally accurately, there does seem 
to be too great a disparity between 2 and 4 million on an affliction like 
this that you have said you have been studying and spending money on. 

The latest issue of Research Profiles, published by the National 
Institutes of Health, puts the figure at 2 to 4 million, yet Health, 
Education, and Welfare's Public Service Bulletin, issue 1427, puts 
the figure at 4 million. To me, this disparity of 2 million people afflicted 
with epilepsy—that should be a great concern to someone 

Dr. TOWER. These figures are derivcd^—the lower figure of 2 million 
is derived from a number of studies, which have been done on limited 
samples of population, not only in this country, but in other countries 
of the world, since epilepsy is pretty much a worldwide phenomenon. 
It has no geographical boundaries, and these figures are all fairly 
close to each other in providing a figure of approximately one-half to 
1 i)ercent of the population which accoimts for the 2 million figure 
in this country. 

However, because many cases are concealed for one reason or an- 
other, there is an estimate, and the 4 million figure comes from the 
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Epilepsy Foundation of America in their recent survey of the cost of 
epilepsies, that the figures may be double the 2 million which wo have 
been able to identify. 

Mr. KTRGS. In any event, we could probably do a better job if we 
turned our attention to finding that estimate; is it true, as your state- 
ment says, that most patients enjoy relative freedom from seizures? 
Is that so. and what are the figures ? 

Dr. BERNSTEIN. In the sense that Dr. Tower indicated 60 percent of 
the patients have complete control and another 40 percent have partial 
control. 7 

Mr. KYROS. I heard the exchange that you had with Chairman 
Rogers, the discussion about possioly having a national commission 
that goes out of existence at the end of a year, after giving a report or 
using this cumulative conference system, which is the normal way to 
operate that you have had in the past. In what possible ways would 
the conference that you now recommend be more efficient or less ex- 
pensive than using a commission forum as under this bill, to study 
this problem ? ! 

Dr. BERNSTEIN. I think our view is that the ability to accomplish 
the ends that you are interested in resides within HEW as is, and the 
Assistant Secretary has indicated that he will facilitate progress along 
the line that you desire. And for administrative purposes, I believe, 
it would be jireferable not to have a statutory commission. 

Mr. KTROS. Actually, on the National Commission itself, who would 
be appointed? Who would it be appointed by? Did you look at the 
bill on page 2 ? 

Dr. BERNSTEIN. Yes, sir. 
Mr. KYROS. Who would the National Commission be appointed by ? 
Dr. BERNSTEIN. By the Secretary. 
Mr. KTROS. Of course, you have absolute control you have great 

interest by Members of the Congress. We are willing to put up—this 
might cost $75, $100, maylie $200,000. You would get the money with- 
out worrying about it, and you could go ahead, so, actually, it is only 
a matter of a form and style of going ahead—the objectives are the 
same. 

Dr. BERNSTEIN. I believe the difference is style and approach. 
Mr. KTROS. So, it seems to me the most appropriate body to de- 

termine that is the legislative body and not you people, with all the 
respect we have for you. 

Dr. BERNSTEIN. We respectfully suggested our position, sir. 
Mr. KTROS. I do not have any further questions. 
Are there any further questions by members of the committee? 
T want to think you, Dr. Bernstein and Dr. Tower and your asso- 

ciates, for coming this moiTiing. We appreciate your testimony. 
As the day progresses, I think we will want to explore whether a 

coordination of your activities with all of the other many diverse, inter- 
ested groups arid disciplines can be achieved. Is the total effort ade- 
quate? Is it working together? And does it have a national focus and 
direction ? 

Our next witness may be helpful in answering these questions. He is 
Mr. Paul E. Funk, chief executive officer of the Epilepsy Foundation 
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of America, which was formed about 6 years ago through the merger 
of groups which had been developing across the country for many 
years. 

EFA is the largest national epilepsy organization, and it has been a 
resource for the many segments of tiie American public which have an 
interest in this disorder. EFA is a volunteer health organization, and 
Mr. Funk served this field for many years in a voluntary capacity. 
Four years ago, he deciced to devote full time to this fine work and, as 
executive vice-president of EFA, he will outline for us, today, the 
views of that organization. 

With Mr. Funk, testifying for the EFA, are Dr. David Daly and 
Mrs. Ellen R. Grass. 

Dr. Daly is a neurologist with an international reputation. He holds 
both an M.D. and Ph. D. degree from the University of Minnesota and 
is president of the International League Against Epilepsy, a world- 
wide professional group. He currently is a professor in the Depart- 
ment of Neurology, University of Texas Southwestern Medical School 
at DallaSj and has worked with both the Mayo Clinic and the Barrow 
Neurological Institute in Phoenix, Ariz. He also holds positions of 
leadei^ip with numerous professional and governmental agencies 
concerned with epilepsy and the neurological sciences and has pub- 
lished extensively on these subjects. 

Mrs. Grass is presently president of the International Bureau of 
Epilepsy, a former member of the National Advisory Commission on 
M!ultiple Sclerosis and a former member of the National Institute of 
Neurological Disease and Stroke Advisory Council. But, despite the 
grestiee and honor of these titles and positions, I understand that Mrs. 

-rass nas personally counseled and advised literally thousands of peo- 
ple with epilepsy and their families. She brings more than 25 years 
of this kind of experience to us today. 

I welcome the panel to the committee. 
Mr. Funk, welcome to the committee. You may proceed, sir. 

STATEMENTS OF A PANEL REPRESENTING THE EPILEPSY FOUN- 
DATION OF AMERICA: 

PAUL E. FUNK, EXECUTIVE VICE PRESIDENT, EPILEPSY FOUN- 
DATION OF AMERICA; 

ELLEN R. GRASS, PRESIDENT, INTERNATIONAL BUREAU FOR 
EPILEPSY; AND 

DAVID D. DALY, M.D., Ph. D., PRESIDENT, INTERNATIONAL 
LEAGUE AGAINST EPILEPSY 

Mr. FUNK. Thank you. 
Mr. Chairman and members of the committee, I come here this morn- 

ing to speak for people with epilepsy, who do not believe that we are 
making enough progress and fast enough, to speak for the families and 
friends close to them, for the people who encounter and must take care 
of them in a wide variety of everyday situations andj indeed, for all of 
us. For anyone may incur epilepsy at any time during his life. 

Everyone in this chamber may be confronted with the problem, and 
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•when they least expect it. And everyone in the Nation—in one way or 
another—shares the problem, for the cost of the epilepsies to the Nation 
currently stands at a staggering $4.3 billion a year. 

I am pleased, indeed, to be nere. For the distinguished members 
of your committee have played such a vital role in begiiuiing the con- 
quest of so many major national health problems. The country owes 
a deep debt of gratitude to your chairman, Representative Paul G. 
Kogei's, for his leadership in the enactment of legislation dealing with 
health manpower training, cancer, drug abuse, heart, blood A-esse] and 
lung, alcoholism prevention, multiple sclerosis, and the developmental 
disabilities. 

The members of our organization still vividly remember his com- 
ments when he addressed our National Chapters Workshop meeting 
here in Washington in October of 1970, and have asked that I convey 
to him today their continuing high regard for his many contributions 
to the wellbeing of our citizenry. 

I congratulate and commend, you. Mr. Kyros, for the electrifying 
hope which has spread across the Nation as a result of your intro- 
duction of H.R. 13405 and your speech to the Epilepsy Society of 
Massachusetts on May 23 in Boston. 

If it would not embarrass you. Mr. Kyros, I would like to suggest 
including portions of that speech in the record of these hearings. 

Mr. KTROS. Witliout objection it will be placed in the record follow- 
ing your statement [see p. 42]. 

Mr. FuxK. The foundation is deeply grateful to your colleagues on 
this committee, who have always been extremely helpful to us in many 
ways over the years as we go about the task of interpreting the person 
with epilepsy—and his needs—to the society in which he lives. 

I will highlight my statement, which covers essentially seven points. 
First, I have tried to describe the massive size of the task we are dis- 
cussing. The national "establishment" concerned with the epilepsies 
is a large and complex one, including a large numlx-r of the Nation's 
7,100 hospitals, 400 neurological clinics, 11.5 medical schools, 6 special 
centers and other hospitals of the Veterans Administration, a large 
number of some 3,000 rehabilitation facilities, 1,200 sheltered work- 
shops, 600 special educational facilities, at least 24,000 social workers 
and psychologists, over 1 million teachers and a large number of the 
Nation's 345,000 pliysicians and 700,000 nurses. Paiticularly impor- 
tant are the 3,300 neurologists, 2,700 neurosurgeons, thousands of pedi- 
atricians and many other professionals specializing in the epilepsies; 
airline cabin crews, fire departments, police departments and many 
other gi'oups. There are well over 100 voluntary organizations in- 
volved, in one way or another, with the problems of people with epi- 
lepsy, and at least 30 agencies of the Federal Government—as well as 
all State governments—are, or should be, involved with the problem 
in a major way. 

If any problem ever cried out for coordination, for organization 
and for a systematic approach to finding solutions, this is surely it. 

Second, I have attempted to describe and position the voluntary 
organizations to make clear what they have done, what they can do 
and what they cannot hope to do by themselves to amelioi-ate the 
problems of epilepsy. 
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Third, I have higliliprhted the legislative milestones over the past 
30 years in an effort to indicate where progress has been made, but 
where further progress is now called for in coj)ing with the disorder 
many have called "the least understood and the most neglected of all." 

I have here a copy of a publication from HEW called "A Common 
Thread of Service, a Historical Guide to HEW." It tells a story we 
can all take pride in as to efforts on behalf of the Nation's health. But 
it does not contain anywhere in it the word "epilepsy." 

Next, my statement addresses itself to the Department of Health, 
Education, and Welfare, the many fine, dedic^ited professionals there 
and the many linkages which must exist between HEW, the medical 
and other professions and the voluntary sector, in order to do more 
for people with e{)ilepsy*. 

Despite all that is being done, or all that is to come, there is still a 
desperate need for some one central coordinating agency, or focal point 
within government to mesh and to periodically review a coherent 
l)rogram. 

The fifth section deals with the problems encountered by people 
with epilepsy and the parents of cliildren with epilepsy as voiced oy 
them in surxeys, and it identifie<l their principal concerns in getting a 
job, in holding a job, in obtaining insurance, in obtaining drivers 
licenses, in controlling seizures and building self-confidence and in 
coping with public attitudes of stigma and discrimination. 

Also included are consumer views on legislation, including increased 
medical research funding, elimination of discriminatory hiring prac- 
tices, federally funded national health insurance and public education. 

My sixth point summarizes current needs in medical diagnostic 
and treatment areas, social and rehabilitation areas and public in- 
formation and education ai'eas. 

We will l)e hearing, during the day. from a panel of consumers, a 
panel of medical men and other panels, which will develop these needs 
in detail. 

Finally, I have suggested some criteria for a luitional plan, which 
by its very nature, becomes a statement of national policy, for if we 
spend certain sums of money at the right time and in the richt way, 
we may be able to make considerable savings in the $4.3 billion tfie 
epilepsies now cost the Nation. 

The plan should be designed pi'imarily for execution at State and 
local levels, and it should command the support of the person with 
epilepsy himself. 

In closing, I would say, let us all regard ourselves as epileptics, for, 
nutil everyone does, indeed, understand that we are all potential epi- 
leptics, that epilepsy can, indeed, touch the life of anyone at any time, 
our task is not done. Americans can do much more to end the suffering, 
the inhumanity, the waste and the indignity of epilepsv. 

Everyone must be alerted to his own stake in this Aght by bringing 
the disorder out into the light with a congressional mandate and with 
a national plan. 

It has been an honor, Mr. Kyros, to appear before this committee, 
and I am deeply grateful for the opportimity. 

If there is any further information I can provide, I would be most 
pleased to respond to your questions, either now, or after the other 
members of the panel have given their testimony. 
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[Testimony resumes on p. 44.] 
[Mr. Funk's prepared statement follows:] 

STATEMENT OF PAUL E. FUNK, EXECDTIVE VICE PRESIDENT, EPILEPSY FOUNDATION 
OF AMERICA 

Mr. Cbalrman and members of the committee, my name is Paul E. Funk. I 
come here this morning to speak for people with epilepsy; for the people's fam- 
ilies and friends close to them; for the people who encounter and must take care 
of them in a wide variety of commonplace daily situations . . . and. Indeed, for 
all of us. 

For anyone may incur epilepsy at anytime during liis life. Everyone in this 
Chamber may be confronted with the problem and when they least expect. And 
everyone in the Nation—in one way or another—shares the problem. For the cost 
of the epilepsies to the Nation currently stands at a staggering $4.3 billion a 
year ... or over $20 for every man, woman, and child in the United States. The 
epilepsies are a major National health problem. 

My own interest In the problem began some twelve years ago when, as a vol- 
unteer, I worked on many public information and education projects. Over the 
years I began to get more Involved and devoted more and more time on these 
problems until four years ago I decided to devote full time to the epilepsy move- 
ment. 

So I am pleased, indeed, to be here. For the distinguished members of your 
Committee have played such a vital role in beginning the conquest of .so many 
major national health problems. The country owes a deep debt of gratitude to 
your Chairman, Representative Paul G. Rogers, for his leadership in the enact- 
ment of legislation dealing with Health Manpower Training, Cancer, Drug Abuse, 
Heart, Blood Vessel, and Lung, Alcoholism Prevention, Multiple Sclerosis, and 
the Developmental Disabilities. The members of our organization still vividly 
remember his comments when he addressed our National Chapters Workshop 
meeting here in Washington in October of 1970, and have asked that I convey to 
him today their continuing high regard for his many contributions to the well- 
being of our citizenry. 

I conf;ratulate and commend you, Mr. Kyros, for the electrifying hope which 
has spread across the nation as a result of your introduction of H.U. 1.S405 and 
your speech to the Epilepsy Society of Massadiusetts on May 23 in Boston. And 
the Epilep.sy Foundation is deeply grateful to your colleagues on this Committee 
wlio have always been extremely helpful to us in many ways over the years as 
we go about the task of interpreting the iierscm with epilepsy—and hi."! needs— 
to the .society in which be lives. 

That task is a massive one and we who are involved with it urgently need 
help. The Epilepsy Foundation of America is a voluntary nonprofit health orfraiii- 
znticm with some 10,0<K) memiiers and 164 local chapters across the nation. In 
all its locations it lias a staff of 188 i)ersons, but most of its work is done by un- 
paid citizen voluntt-ers. Its principal financial support comes from just over one 
niilliiin individual private citizens who contribute an average of $.3.13 each to 
support the work of the Foundation in Research, Fellowships. Training Programs, 
Counseling, Vocational Rehabilitation. Governmental Liai.son. and. above all. 
perliaps. Public Information and Education. 

Fifty of the nation's top authorities on the medical and social management 
of the epilepsies—indee<l in many instances worldwide authoritie.s—rei)resenting 
2K medical schools and numerous professional groiips serve on the Foundation's 
National Professional Advisory Board and nearly 1,000 physicians sen-e on its 
local Cliapter Professional Advisory Boards. The Fo\mdation has close ties with 
tlie American Academy of Neurology, American Neurological Association. Ameri- 
can EEG Society and the American Epilepsy Society. Liais<m representatives 
from other professional societies, including the American Rehabilitation 
Coiniseling Association, National Education As.sociafion. and the Child Neurology 
Society aUso work with the National Professional Advisory Board. .Many rei)re- 
sentatives of these organizations will be heard here today. 

For the national estal>'islinient concei-ned with the epilepsies is a large and 
complex one. It includes—or should incliide—a large number of the nation's 
7.100 hosi)itals. 400 neurological clinics. 11.") medical .schools, 6 si)ecial centers 
and other hospitals of the Veteran's Administration: a large number of some 
3.000 rehabilitation facilities, a large number of some 1.200 sheltered workshops. 
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a large number of some 600 educational facilities, at least 24,000 social workers 
and psychologists, over one million teachers, a large number of the nation's 
345,000 iilijskians and 723,000 nurses, airline cabin crews, fire departments, 
Itolice departments and many other groups. 

I'articularly important are 3,300 neurologi.sts, 2,700 neuro-surgeons, thousands 
of pediatricians,  and many other professionals specializing in the epilepsiea. 

There are well over 100 voluntary organizations involved, in one way or 
another, with the problems of jieople with epilepsy, and at least 30 agencies of the 
federal government—as well as all state governments—are, or should be, in- 
volved with the problem in a nmjor way. 

I cite these statistics in an effort to quickly outline the universe involved and 
to illuminate the complex and complicated nature of the problem to which all of 
us must address ourselves. 

If any problem ever cried out for coordination, for organization, and for a 
systematic appi'oach to linding solutions, this is surely it. 

The Ei>ilepsy Foundation of America—even were it to grow to ten times its 
Ijreseut size—cannot hope to solve the problem alone. It is far too huge. As tJtie 
Chairman of our Board, the eminent neurologist, Dr. A. B. Baker, of the Uni- 
vereity of Minnesota, has said: 

"In a way, a voluntary such as EFA is performing a holding ©iteration, helping 
the family, comforting the iwtient, while medical science trios to find the 
answers. And while our seed grants on the frontiers of research have value, that 
search for the answer, if it is to be meaningful, uuist be largely government 
financed. Only government has the resources which are needed.'' 

Our own organization has limited resources, has great dilficulty in raising 
funds—at low cost^—for wliat until now has been a largely unpopular cause and, 
in all candor, is struggling valiantly against inflation, and other pres.sures to 
maintain its very existence as national advocate, ombudsman, defender and com- 
forter for Uie 4-mlllion Americans who have epilep.sy. 

I pledge to you that our organization will do everything in its power to ui)hold 
and vigorously pursue its responsibilities. But our position is a diflicult and 
precarious one, and I can make no forecasts or promises. The job is too big 
for us ahme. The resources of the entire nation must be mol)ilized. 

Above all else, we see our role as being tlie respository for and/or guide to— 
all information available on the epilepsies. All of the information presently avail- 
able mandates, so it seems to us, the development of a national commitment to 
cope witJi the age-old enemy of mankind—the epilepsies. 

That commitment cannot be the commitment solely of a voluntary health 
organization ; it must represent the best thinking of all .segments of our society. 
And it must recognize that most of the problems posed by the epilepsies wlU 
ultimately he solved only by local actions and local programs in local communi- 
ties. But a National Plan to guide those activities is urgently needed. 

The concept of a National I'lau is not a new one. The National Plan for Mental 
Health was developed by a Joint Commission on Mental Illness and Health In 
the late 50's. There is a National Action Plan to combat Mental Retardation 
which developed from the President's Panel on Mental Retardation in 1962. 
Thanks to members of this Committee, there is a National Cancer Plan. There 
is a National Heart, Blood Vessel and liUng progranj—c-ompleted in May 1973. 
There is a bniud new Multiple Sclerosis .study. But there is not yet a National 
Plan for cojjing with the epilepsies. 

There have been many efforts made to generate interest in such a Plan. In 
1945, for example, Dr. William Lennox, of Boston, who most pepole regard as 
the "father" of the epilepsy movement in the United States, appeared before the 
House Subcommittee on Aid to the Physically Handicapped of the Committee 
on Labor and his eloquent words still apply today : 

"Of all the handicaps which you and your Committee are studying, epilepsy 
without doubt is the least understood by the medical and general public and is the 
most neglected. Like the lepers of ancient times, epileptics still 'dwell without the 
city' of public understanding and philanthropy." 

In 1949, the indefatigable Dr. Lennox was back again and gave testimony In 
connection with the National Epilepsy Act in hearings before the Suljcommittee 
on Health of the Committee on Labor and Public Welfare of the United States 
Senate and on that occasion he said: 

"• * * so nuich depends on public opinion and pressure. Now it is all for polio, 
cancer, and heart disease, all of them important, but all of those things are 
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obvious. Epilepsy is not obvious. It has been neglected. It needs a place in the sun." 
Up until now, perhaps, the closest the country has ever come to an official 

endorsement for a coordinated effort for epilepsy was baclc in 1963, when under 
the auspices of the then Secretary of Uealth, Education and Welfare, Anthony J. 
Celebreeze, a Secretary's Meeting on Kpilepsy was held. Out of that meeting came 
a report, which outlined as its purpose : 

"To identify gaps in knoioledge, major policies, problems and barriers, at local, 
State and national levels, which impeded progress is needed rexearch, service, 
and professional traiiUng aspects of epilepsy in relation to health, education 
and welfare including: clinical and therapeutic;, basic research, soeio-psycho- 
logical, community organization, rehabilitation, employment, economic, educa- 
tional and legal." 

"To suggest possible courses of action at the national" level which would 
help overcome barriers to progress in prevention atid control of epilepsy." 

The Secretary went on to say: 
"All of us here arc proud of the progress that is being made against epilepsy. 

All of us are impatient that that progress be accelerated. J know that you are 
impatient for more knowldege, impatient that the knowledge we now possess by 
more icidcly and more effectively applied." 

But there it stopped until your own Committee in 1970 developed and passed 
Public Law 91-517, the Developmental Disabilities Services and Construction Act 
amendments of 1970, which, so far as I know, was the first piece of federal legis- 
lation to ever contain the word '"epilepsy." This was a landmark piece of legisla- 
tion. But, I believe—and I am certain that others will so testify—that this was 
only a beginning. More, much more is still needed. 

Earlier in that year, in August, as the volunteer President of the Foundation, 
I joined with the Presidents of the American Academy of Neurology, the Ameri- 
can Epilepsy Association, tbe American Neurological Association and the Inter- 
national Bureau for Epilepsy in writing President Nixon, as follows: 

"That epilepsy is a serious national health problem can no longer be doubted. 
Estimates of its prevalence have ranged from a low of just under two million to a 
high of six million. Using the low figures as a basis for comparison, there are 
more Americans suffering from convulsive disorders today than the combined 
totals of those with cancer, muscular dystrophy, tuberculosis, and cerebral palsy." 

"Among even those epileptics who have attained complete control over their 
seizures and who are ready and able to work, the unemployment rate is six times 
higher than the national average, according to the United States Department of 
Labor. That is considerably higher than the unemployment rate among ex- 
convicts, and many times higher than among inner-city Negroes and other dis- 
advantaged minority groups." 

"But that unhappy statistic applies only to those fortunate epileptics who no 
longer have seizures. How much sadder is the plight of the nearly one million 
(again, using the conservative estimate as a basis) who can never hope to live 
without fear of having seizures. Although epilepsy afi'ects persons of all ages, 
the majority are children and young adults who because of medical traditions 
and social attitudes may never realize their full potential as productive citizens." 

"Ironically, at a time when the most sophisticated medical techniques and dis- 
coveries can be brought to bear against many of mankind's other ailments, the 
average epilepsy patient must be content with medications that are effective in 
controlling little more than one-hali of those who suffer from epilepsy. Clearly 
we need a renewed emphasis on research and training in neurological disorders— 
the essential basis for continued advances in this field." 

"Against this gloomy background, "we wish to report to you the steps we, the 
voluntary agencies and "professional societies, are taking to attack the public 
and professional apathy which stifles progress for the epileptic. After years of 
fragmentation of effort, the numerous small groups working independently in 
this field have now joined forces for a unified, concerted drive." 

"Starting from almost nothing, the Epilepsy Foundation of America, which 
represents the amalgamation of over 30 previously inde|)endent agencies, is now 
realizing over two million dollars a year from a limited fund-raising campaign. 
This income is being rapidly expanded. Funds are being used for public and 
professional education, for tbe development of services, and especially for the 
vocational and social rehabilitation of the epileptic. There are solid data to 
demonstrate that the work potential of the epileptic Is not being effectively ntl- 
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Uzed. Our data show that only two percent of those serviced by our r^abilltation 
agencies are epileptics." 

"For our rapidly evolving program to be effective, however, it must be com- 
plementary to that of the Federal Government. We purpose a real partnership, 
but in our efforts to relate to the Federal program we are frustrated by the lack 
of any cental coordinating agency or foc-al point within the government with 
whom we can plan a coherent or coordinated program." 

"There is a desperate need for romprehenxive planning—both within and out- 
side of government—for the epileptic. We are writing to urge you to establish 
withiri the government gome indiridual or committee—nome focal point for the 
review of the national program for the epileptic.' We would like to work with 
this individual or committee in the development of a blueprint for action so that 
as fimds become available to us and to the government, we can move forward 
according to an efficient and methodical plan." 

"Your Administration has emphasized its desire to cooperate closely with the 
private sector. We feel sure you will agree that the time has now come for both 
the Federal Government and the professional and voluntary organizations to act 
on this desire." 

Under date of October 8, we received a most courteous reply from the then 
Secretary of Health, Education and Welfare, Elliot Richardson: 

"Dear Mr. Funk: 
"The President has asked me to resixiud to the letter of August 21 .sent by you 

and your colleagues concerning epilepsy. He was deeply interested in your com- 
ments and was most appreciative of the cooperation which you have offered." 

"We do understand your desire to have a focal point through which the private 
sector can cooiwrate with the federal government on specific programs. In rela- 
tion to epilepsy, as you know, the Public Health Service Advisory Committee on 
the Epilepsies has partially filled this need for the imst few years. However, we 
do see the need for a review of present coordinating committee activities." 

"Your suggestion will i)e helpful to us in our review of the many facets of the 
government health programs. I appreciate your interest and I assure you I nnll 
keep in mind the points yon have presented so effectively as I review the recom- 
mendations of the various planning groups." 

I should also add that in 1972 the Congress appropriated .$3 million for the 
establishment of Epilepsy Centers. Unfortunately this appropriation was ve- 
toed * * • twice. 

In the Interim, much has hai)i)ened and much credit is due to many individuals 
within HEW and the Executive Branch of Government. I have followed, with 
interest, testimony from the dedicated professionals at HEW and I would like 
to compliment them for their succinct statements as to what is l)eing done 
throughout the Government at this pt>lut in time to cope with the epilepsie.s. It is 
also appropriate, I l)elieve. to pay tribute to the work being done by the many 
fine pul)lic .servants, including I)r. Donald Tower, Dr. .1. KiSin Penry, Dr. .Tames 
Cereghino, Dr. William Caveness, and many others at the National Institute of 
Neurological Diseases and Stroke; to Dr. .Tames Garrett, Dr. William Usdane 
and others at the Social Rehal)ilitation Services, Mr. Frances X. Lynch and 
others of the Developmental Disabilities Division and to many other people 
In various governmental bureaus. As yet, however, there is still no one central 
focal point—or clearing house—from which to mount an all out attack on the 
problems of epilepsy confronting parents and patients. 

What are these problems? 
Each year between 30,000 and 100,000 people with epilepsy, or parents of chil- 

dren with epilepsy write the Foundation "for Information and to ask for help. 
They tell us what they don't tell their doctors . . . they tell us what they don't 
tell their social workers . . . they tell us what they don't tell government offi- 
cials . . . they even tell us what they don't tell their wives, husbands or children. 
The Foundation listens carefully ... and yields to no one Its trusteeship on behalf 
of the person with epilepsy. 

Periodically we survey these people and make use of their answers in deter- 
mining Foundation priorities. The problems encountered remain remarkably the 
same and their views on needed legislation remain much the same. In a survey 

1 Emphasis added. 
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conducted In late 1972, here are the answers In response to the question "Do yon 
have, or have you had problems attributable to epilepsy? If so, what are they?" 

Percent 
Getting a job   42.1 
Holding a job 33.8 
Attending the school of your choice    8.8 
Obtaining life insurance 33.8 
Obtaining health and accident insurance 30.1 
Obtaining automobile insurance 15.7 
Obtaining a driver's license 35.2 

lu response to the question "What do you feel Is the greatest problem you 
face?" Here are the answers: 

Percent 
Driver's  license    6.8 
Financial    3.4 
Misunderstanding    4.7 
Employment 21.3 
Medical problems  14.1 
Control of seizures     8.1 
Having a child    2.1 
Public attitudes  11.5 
Acceptance and self confidence 16.7 

In response to the question : "What legislation do you feel would be most bene- 
flcial to the person with epilepsy?" The answers were: 

Percent 
Driver licensing  25.7 
Medical research funding 59.2 
Discriminatory hiring practices 51.8 
National health Insurance program with Federal funding 30.7 
Schools    j 26.1 
Public education  38.1 

lu a similar survey conducted earlier thi.s year, in response to the question" 
"If the Kpilep.sy Foundation of America were to imdertalse a major national 
campaign—which /tiiiyle issue do you l>elleve we should tackle first?" The re- 
KlH)nse was: 

Percent 
Public information and education 23.7 
Employment discrimination  18. 4 
Diagnosis/treatment     16.5 
Program for low-cost medication 11.7 
Re.searcb   findings 10. 3 
Prevention         8.9 
Insurance prejudices     6.7 
Rehabilitation          3.6 

I am sure that Mrs. Ellen R. (Jrass and the panel of people with epilepsy who 
will appear here today will further illuminate the problems and will comment inxm 
how they may be solved. 

/« nivriical, diagnoHic and treatment areas, there is a need for more comprehen- 
sive epidemiological sttidies, more l>a.slc research, research to follow up new sargi- 
cal techniques, research to appralne experimental sttidies in electrode implanta- 
tion, cerebral stimulation ; to develop standard.*) for clhiics, programs to stimulate 
drug research, the feasil)ility of pre-school neurological screening, and plans at- 
tract—and to train—additional numbers of professionals, programs to update and 
to bring current the state-of-the-art knowledge to physicians, set standards for 
drug blood levels. 

The minutes of the most recent (June 24) meeting of the Bpilep-sy Advisory 
Committee of the National Institutes of Health indicates very real progress in 
many basic research areas. It al.so indicates what must be done to encourage new 
research and to recruit profe.s.slonals in epilepsy and the kinds of professional 
education and workshops which must be brought into lieing. the new books re- 
quired, and fruitful areas for the development or testing of new drugs. It contains 
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data on the present Veterans Administration Epilepsy Centers and reflects tiie 
very fine work being done in developing the Comprhensive Epilepsy Program 
feasibility studies which will soon get underway in eleven (11) locations. 

Incidentally, much of the work required for the medical parts of a National 
Plan wlU exist, in my opinion, ujwn the completion of these studies. You have, 
I believe, invited a panel of witnesses to address themselves to these subjects here 
today. 

In social and rehaWitation areas, there is a need to educate teachers, to provide 
classroom materials and to provide special educational facilities for children un- 
able to attend regular classes; to prevent discrimination in employment, to train 
and rehabilitate persons with epilepsy to educate employers; to make certain that 
insurance is available to persons with epilepsy with no increased premiums be- 
yond those supported by actuarial tablets, to strive for uniform driver's laws; as 
I understand it, a panel of witnesses will address themselves to these subjects 
here Lf)day. 

In pttblio health information and eduction areas there is a need to acquaint 
persons with epilepsy on how to live with their disorder, to answer the questions 
of parents, to inform large numbers of people what to do about an epileptic seizure 
and how to recognize the manifestations of epilepsy. There is a need to survey and 
update public attitudes and there is a need to develop feed-back mechanisms to 
determine changes in behavior. I know that a panel of witnesses will be address- 
ing themselves to these subjects here today. 

In all areas, there is a need for more information, for correlated information, 
for plans and for a central clearing house to exchange data and to report upon 
progress. 

But it seems obvious that a National Plan Is needed. Why has a National Plan 
never been developed? By the profressional, by government, or by voluntary 
organizations? If everyone is for a National Plan, what has delayed it? 

Well in the first place and as I hope I have already made clear, the problem 
is a complex one calling for multi-di-sciplinary and interdisciplinary approaches 
and an enormous amount of cooijeration between the various kinds of organi- 
zation.s. There is still a wide range of professional opinion on several key 
questions. 

I wiU give you just one example. Back about a year ago, I began a crusade 
to improve upon the basic literature publi.shed by the Foundation and to bring 
it in line witli what I regarded as the latest and most scientifically accurate 
information on various topics. But for every reference I cited, someone else 
on the staff was at)le to cite another reference proving the opposite. Finally, 
we compiled a list of 14 key questions about the epilepsies including heredity, 
intelligence, epileptic personality, incidence and prevalence, and we then system- 
matically went about recording tlie range of professional opinion on these 
questions. 

The result astounded me, and they astounded a great many professionals. 
The document which we dubbed "Spectrum" had only internal distribution, 
for we hoped that profes.slonal peoiple would be able to arrive at a consensus 
on the questions. Unless they could, securing puhlio understanding of the epi- 
lepsies would be a most difficult task Indeed. That "Consensus" has now been 
developed and published. 

Still another reason, I suspect, is that we have not been ready to do a Na- 
tional Plan up until now. There was too much work which had to be done 
first. And that brings me to my second point: the preliminary data-gathering, 
the prohahle costs, and the time required to develop a National Plan. 

To do a meaningful Plan, you need bales of information. I'm astonished that 
the National Center for Health Statistics does not have more data. One would 
think they would. Information which just hasn't existed uj) until now. Dr. 
James Cereghino pioneered several studies, taking inventory on a state-by- 
state basis, of facilities and services: But although Dr. Cereghino showed us 
the way, only a dozen or so states have been studied as of this date. In 1971, 
the Foundation itself conducted a 'quickie" study, through its regional man- 
agers of needs and facilities. This study took in all 160 major metropolitan 
centers and although the methodologies employed left much to be desired. 
It did yield valuable planning information. 

More recently, EFA staff as conducted a study of "Emerging Manpower 
Needs" in all of the professional aind para-professional fields Involved in pro- 
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Tiding services to persons with the epilepsies. That study, incidentally, shows 
that we need to train at least 3500 to 4000 people as soon as possible for local, 
county and state governments and our own evolving system of chapters manned 
by citizen volunteers. 

It has been relatively recently that we have completed and validated a study 
on the Cost of the Epilepsies to the nation—a study which identifies the 
principle costs as follows: 

Program: Annual cott for epilepsy 
Aid to the permanently and totally disabled  $70,206,690 
Aid to the blind  420,423 
Aid to families with dependent children  53„172,876 
Vocational rehabilitation  9,648,134 
Social security disability benefits  63,038,880 
Crippled children's program  4,7(X),000 
Medlcaid    31.300,000 
Medicare   12.';,300,000 
Veterans Administration  89,430,210 
Special education  85,610,270 
Institutionallzation     231,649,000 
Unemployment wage and hour loss  1,720,224,000 
Private medical costs  1,879,945,000 
Research   5,805,252 

Total      4,372,600,735 

I will not elaborate upon that study for it has already appeared—in full—in 
the Congressional Record. 

Even more recently we have completed a study on "Behind the Stigma" and 
have updated "The Legal Rights of the Person with Epilepsy," and a "Directory 
of Clinic Facilities," and have moved to completion "Basic Statistics on the 
Epilepsies." 

Professionals everywhere are publishing more—and better—material than 
ever before. So we should soon have readily available to us most of the basic 
data required to develop a National Plan. What should it contain and who should 
be Involvetl in its preparation? Obviously, everyone. For a National Plan is 
o statement o/ national policy. We, the people, speak. It is clear that there are 
between 30-60 professional societies and voluntary organizations who should 
make contributions. 

How long will it take and what will it cost? H.R. 13405 answers the first part 
of that question. The National Commission is called upon to compete its work 
within one (1) year and it is my opinion that the task can be cone within that 
time frame. As to the cost, I should think that we are talking about a sum ot 
somewhere between .$200,000 and ?300,000. 

Wliat are some of the criteria which should be established for the Plan? One 
of these, I believe, should be: Social accountability or "cost effectiveness," if you 
will. Put more simply: If we can come up with the right Plan, If we follow 
it up with the appropriate legislation and if we spend certain additional sums 
of money at the right time and in the right places and in the right way—how 
much of the $4.3 billion a year can we save? 

The second criterion is that the Plan be designed for execution at state and 
local levels. For the problems of the epileiwies will never be solved by govern- 
mental officials or a voluntary health organization headquartered in Washing- 
ton, D.C. These problems, like most of the problems of our society, will be solved 
only by concerned citizens working together in local communities. 

Above all, perhaps, the Plan should command the support of the person with 
epilepsy. For whatever the reason—and I can think of many—this person has 
been strangely absent from the fight in his own behalf. Perhaps he has been 
consumed with his own problems. Perhaps he fears to Identify himself. But with 
a National Statement of Policy, with nationwide encouragement and support, a 
National Plan will signal that the time has now come for him to step forward. 

Mr. Chairman, I would summarize the benefits thusly. Why a National Plan? 
1. Because epilepsy Is a complex and major National health problem affecting 

at least four million citizens at an estimated cost of over $4 billion annually. 
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2. Its complexity cuts across many agencies and Involves a wide variety of 
social and medical services. 

3. The very complexity calls for a coordinated systems approach—just as 
otlier multifaceted medical chronic health problems have exi)erienced via fed- 
eral attention and Impetus. 

4. An opportunity for tlie many organizations and experts involved with epi- 
lepsy and its wide ranging consequences to develop a unified, coordinated effort. 

5. While a great deal of knowledge has been gathered regarding epilepsy, the 
eflfectiveness of any new technology and treatment approaches are dissipated 
due to lack of a unified National thrust. 

6. Thousands of new cases of epilepsy are added each year because a sys- 
tematic approach to iireventlon of seizure disorders is not being applied with any 
systematic rationale. 

7. A National Plan would bring together the know-how and the support of 
the entire national community with a single fo<'ns to improve the life of the 
person with eplleps.v through improved laws, health care, public Information, 
research rehabilitation and preventatlve measures. 

8. Only a National Plan develoi)ed cooperatively will reduce the fragmenta- 
tion which currently exists in the programs and approaches now being applied 
Nationally. 

In closing, if I were to comment in an over-all way on the job ahead of us, 1 
believe I would summarize it in this way : 

Make us all epilcpiics. For until everyone does Indeed understand that we are 
all potentially epileptic, that epilep.sy can Indeed touch the life of any one at any- 
time, our task is not done. 

Only when epilepsy is regarded in the same way that eye glasses or hearing 
aids or dial>i'tes or arthritis are regarded will we have won the fight. Han's illg 
are numerous; they are part and parcel of the human condition; they do not 
warrant stigma, fear or diseritnination. 

I am convinced that Awericans can do much more than has ever been 
attempted before to end thr suffering, the inhumanity, the icastc and the 
indignity of epilepsy. Everyone must be altered to his own stake in this fight; to 
do this, we must truly bring the disorder out into the light . . . with a National 
Plan 

It lias liecn an honor. Sir. Kyros. to apix-ar before the Committee tod;iy. and 
I nm deeply grateful for the opportunity. If there is any furtlier iiifornuition I 
can i)rovi(le 1 would be most pleased lo rc'-pond to your quo.*itioii.s. 

[Excerpts from Mr. Kyros" speecii of May 2:% 1974, follow:] 

RWBESENTATIVE   KVUOS   TALKS   ABOOT   EPIIJCPSY   AKD   A   NATIONAL   PLAN—ESM 
ANNUAL MEETING 

[ Rep. Peter Kyros (D-Me.) is a champion of the epilep.sy cause and 
currently author of propo.sed legi.slntion urging Ihc iippciiiitnient of ii 
national coMnni.s.sion to .study the prolilcms of ci)ilci)sy iuul to (levl.se 
ji niUioiml jiliiii to coniliut its effects. Following are excerjjts from 
Hep. Kyros' speech to the E])ilepsy Society of Massachusetts Annual 
Meeting in Boston on May 23.] 

For tho.se of us who have lieen interested in epilepsy and its proliiems for 
some lime, it has been gratifying to .see an increased awareness in. and recogid- 
tion of. epilepsy as a national health prolilem, and I am hopeful that the residt 
will lie a national commitment to investignte the nature, causes and effects of 
this ili.sease and estiililishment of a plan for control of it. 

t'ertainly the problems associated with epilepsy, the lack of adequate care 
and widespread misunderstanding on the part of the public about this disability, 
are receiving an ever-increasing amount of attention and exiierti.se. 

As many of you know, this pa.st February I introduced a bill to provide for 
the establishment of a national advisory commission to develop a national plan 
for control of epilep.sy and its consequence.s. In March, the bill was re-Introduced, 
this time with the co-sponsorship of the full subcommittee on public health and 
environment, of which 1 am privileged to be a member in the House of 
Representatives. 
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I suppose each of us has his own reasons to be Involved with epilepsy—his or 
her own commitment to find a cure and to better the lives of those afflicted with 
the disease. 

One incident that happened in January left a lasting impression on me. By 
finding a way to get around a federal ban on Mogodon, my office was able to 
bring a Maine child's rare form of epilepsy under miraculous control. 

For 18 months the child's family had been giving the drug, obtained through a 
physician In Canada, to their two and one half year old son. Josh. The same drug 
is not lieen.sed for commercial use in this country. 

Faced with a cutofT on their Canadian supply, the family appealed to my 
office. Immediately we ran into bureaucratic stonewalls at the Food and Drug 
Administration which has approved the anticonvulsant, Mogodon, only for ex- 
perimental purposes. 

Finally, we made arrangements to have the family doctor designated as a re- 
searcher, so the drug could be supplied through FDA-authorized channels. 

Needless to say, the parents were very much relieved by what we could do. 
Young Josh, they said, was having as many as 70 seizures every eight hours 
until their neurologist at Montreal Children's Hospital prescribed Mogodon. 

After the drug was prescribed, the seizures dropped to nearly zero. Before 
this treatment, the child could not see. Now he does. He has turned from being 
a complete vegetable to an active child. 

He eats adult food. He runs and plays, and he's just about ready for day care. 
The doctors say it is a very remarkable case, since most children with this 
disease—hypsarrhythmia—are in institutions. 

Being able to assist in this way is very gratifying. But I don't bring the case 
up merely to compliment my staff—though I am often quite proud of them! 

I bring It up to show some of the progress being made in treatment The treat- 
ment of epilepsy has come a long way from those dark days when it received 
more than its share of the cruelties, failures, and misinformation that preceded 
modem medicine's coming kicking and screaming into the twentieth century. 

Granted—we have grown up from the time we thought the malady the work 
of demons. We now have some of the facts. We know, for example, that the dis- 
ability does not result from mental illness, insanity or mental retardation, but, 
it is still too often that the public associates the symptoms of epilepsy with 
violent, visible seizures which In truth do not represent the symptoms of all 
those with epilepsy. 

Meanwhile, in addition to treatment, advances have been made in terms of 
research and prevention. The National Institute of Neurological Diseases and 
Stroke (NINDS), a branch of the National Institutes of Health under the De- 
partment of Health, Education and Welfare, spends some three and a half mil- 
lion dollars annually on epilepsy research. This accounts for the bulk of govern- 
ment study. 

NINDS supports five epilepsy research centers throughout the country. Addi- 
tionally, another million dollars per year Is .«!i)ent on epilepsy research by other 
government agencies, including the National Institute of Mental Health, the VA, 
the .Social and Rehabilitation Service under HEW, and the Department of 
Defense. 

It Is still too often that the cost, public misconception and waste of human 
potential and degradation of human spirit tax our society with a toll we need 
not bear, and has a strong responsibility to eradicate. 

It is still too often that the delivery of health services in this country resembles 
fourth class instead of special delivery mall. 

It Is still too often, finally, that a solveable disease turns into a social disaster. 
As long as these problems remain, it is time to give epilepsy the all out na- 

tional coordination we have given to cancer, heart, alcohol, health manpower and 
the like—to find a common thread in the crazy quilt of epilepsy care, research, 
and prevention. Let me describe H.R. 13405. Very briefly, it authorizes the Sec- 
retary of Health, Education, and Welfare, after consultation with the advisory 
council to the National Institute of Neurological Diseases and Stroke, to apt>oint 
a national commission to determine the most effective means of finding the cause 
of and cures and treatments for epilepsy, and to develop a national plan for the 
control of epilepsy and its consequences. Such study and investigation shall give 
particular emphasis to the need for additional financial support by the federal 
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government and the means by which the federal government can best participate 
in this effort. 

The secretary shall appoint to the commission three members of the advisory 
coimcil and six other individuals who by reason of experience or training in the 
medical, social, or educational aspects of the epilepsies, are specially qualified to 
serve on such commission: To Include a representative consumer of services to 
be designated by the Epilepsy Foundation of America, and two representatives of 
the National Advisory Council on Developmental Disabilities. 

The duties of the commission would be to— 
(II Consult with conoerued organizatious with the purpose of stating the 

problems and defining the gaps in and barriers to existing health care delivery 
systems; 

(2) Make a comprehensive study of the state of the art of medical and 
social management of the epilepsies in the United States; 

(3) Investigate and make recommendations concerning the proper roles of 
the federal state governments, and the national and local public and private 
agencies in research, prevention, identification, treatment, and rehabilitation of 
persons with epilepsy; 

(4) Develop a comprehensive national plan for the control of epilepsy and 
its conse(!ueuces liased on the most thorough, complete, and accurate data and 
Information available on the disorder; and 

{')) Transmit to the secretary for transmittal to the President and the Con- 
gress n final report (which shall include recommendations for such legislation 
as the conitiiission determines is necessary) not later than one year after the date 
of enactment of the act. 

That basically, is a summary of what my liill would do. It would mobilize 
the vast resources of the Federal Government behind a national plan of action. 

Witli a similar resolution introduced on the Senate side by Senator Dominick 
from Colorado, I think that we can bring some focus to fragmented federal 
efforts to deal with the disease, which, as far back as the 1940's was called 
"tlie least understood . . . and most neglected" of all. 

Mr. KYROS. Thank you very much, Mr. Funk, for a very enlightening 
and helpful statement. 

I think we will take the statements of the other members of the 
panel and then the committee may inquire. 

STATEMENT OF ELLEN E. GRASS 

Mrs. GRASS. Thank you. sir. 
T wish to address the Honorable Paul Rogers, the Honorable Peter 

Kyros. and the members of this House Subcommittee on Public Health 
and Environment. 

Ivadies and gentlemen, the honor of appearing before you is out- 
weighed only by the awesome sense of responsibility I feel in doing 
so. You will understand my message better if I briefly sketch my 
backgro\md. 

As a clue to my background, which Mr. Kyros read, this particular 
Yankee was trained in neurophysiolog^'. or the science of how the 
brain works, at Radcliffe and Harvard Medical School, before Har- 
vard officially admitted women. Because I have had the honor to 
serve both on committees of the NIXDS and on the National Com- 
mission for Multiple Sclerosis, experience would dictate that my 
opinion on both services is perhaps relevant at this moment. 

My opinion is without doubt that, for epilepsy at this point in 
time, the Commission approach is the right one. 

My interest, however, also lie in the encouragement of fundamental 
research in the neurosciences as well as the clinical aspects of neuro- 
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logical disorders and most certainlj" in the equitable distribution of 
health care to the neurologically disabled. 

May I officially request, sir, that the 12 papes of written testimony 
submitted become part of the record, and although H.R. 13405 deals 
with a national plan for the control of epilepsy and its consequences, 
solutions of the fundamental medical problems are clearly impossible 
in the absence of basic research in the neurosciences of adequate quality 
and quantity. 

My written testimony contains pertinent statements from the cur- 
rent president of the National Academy of Sciences and excerpts from 
the reports of the National Advisory Commission on Multiple Sclero- 
sis on this thesis. 

Mr. KYROS. Without objection, your entire testimony will be 
included in the record [see p. 47], ana you may proceed to parapluase 
it as long as you wish. 

Mrs. GR<\S8. Rather than speak a little bit about a lot of things to 
be covered later in more detail by the panel, and for lack of time 
fail to do justice to any of them, and assigned the responsibility as 
advocate for the several million U.S. citizens with epilepsy, I asked 
mj'self before dawn this morning what one message they would all 
agree on. 

Ultimately the answer became quite clear. They would a.sk that 
we look into the future. I have received thousands of letters since 
the mid-1940's that deal with the many specific important concerns 
that relate to the sociomedical problems of living with epilepsy, and 
my written testimony contains a complete, verj' dramatic composite 
example I urge you to read. 

The typical letter usually begins: "Dear Folks: Doc has just told 
us that our 8-year-old son, Joe. has epilepsy. It has come as a ter- 
rible shock, and we do not know what to do." 

The questions about treatment, schooling, medicine, blame, guilt, 
driving licenses, murder, and so forth, follow. Some can literally tear 
you upaH emotionally if you permit, and I could have read you the 
rest of this letter with very dramatic effect, but it is realh* not very 
constructive. 

Rather, I would really prefer to deal with the clincher question 
which frequently appeare in such lettei-s—and Joe's family is writ- 
ing now. 

"How can people help from having epilepsy?" These simple people, 
often rural, usually impoverished and poorly educated, and lacking 
access to the great institutions of medicine, raise the most important 
question of this century to which we can address ourselves on their 
behalf. And we really have not listened nor yet begtm to respond. 

It is a fundamental axiom, gentlemen, of tlie discipline of public 
health that prevention is preferable to treatment. After all, we all 
know the old saying: "An ounce of prevention is worth a iwnind of 
cure." Considered from a strictly economic point, of view there are, 
say, 4 million persons with epilepsy in the United States now, and 
new cases caused by head injuries alone are being added at the rate 
of some 200,000 a year. 

41-622—74-^ i 
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There simply are not sufficient numbers of trained personnel, health 
care facilities, nor dollars available to deal with the magnitude of the 
epilepsy problem in an ideal fashion. The strategy therefore must be 
first to cope with current problems using existing means at maximum 
efficiency. 

That is, essentially, we should conduct a holding operation while 
spending our major efforts on prevention of epilepsy and its major 
consequences. 

Is this game plan realistic and achievable ? Yes, I believe it is. Can 
we ever hope to eradicate epilepsy totally? Probably not; but within 
the 25 years remaining in the 20th century, I believe it is possible to 
reduce its incidence by some 25 percent and the severity of its conse- 
quences by another 20 percent to the benefit of at least 1 million 
persons. What potential benefactors you can be by support of this 
legislation. 

Xow. because I am fundamentally a scientist, I cannot make such a 
prediction and recommendations without specific for instances that 
show that the basic knowledge for achievement of this objective is 
emerging, and I will be (juite brief about them. 

First, the matter of febrile convulsions. Simply stated, febrile con- 
vulsion occurs in infants during an episode of high fever. The in- 
cidence is between 1 percent and 3 percent of all children. Of those, 
roughly 10 percent develop epilepsy permanently and do not out- 
grow it. 

After several decades of diligent work, Dr. Margaret Lennox re- 
cently reported the medical circumstances that determine statistically 
which of these children will later develop full-blown epilepsy and fur- 
ther statistics to prove that a common anticonvulsant, phenobarbital, 
can administered prophylactically to prevent this from happening. 

A few weeks ago—and this is iny second "for instance"—I had the 
pleasure of an audience witli Senator Percy of Illinois, who sponsors 
Senate bill S. 3556, the purpose of which is to provide a uniform 
motor veliicle speed limit throughout the United States of 55 miles 
an liour. 

What does this have to do witli the prevention of epilepsy ? As Paul 
Funk has just said, anyone in this room can become an epileptic by 
sustaining a head injury as a result of automobile accident. The esti- 
mated possible reduction if the speed limit is reduced and if fewer 
vehicles are on the road is 3,000 fewer cases of posttraumatic epilepsy 
per month, or a reduction from 160,000 to about 120,000 per year as a 
consequence. 

The written testimony has an error in this respect which I would 
like respectfully to correct. 

Further, there is increasing evidence that it may be possible to 
pi'eveiit development of posttraumatic epilepsy even after a head 
injur}' by suitable prophylactic administration of anticonvulsants. 

It goes without saying that efforts to promote peace in the world 
will also have an automatic benefit in i-cduction of posttraumatic 
epilepsy due to penetrating projectiles. 

Recent reseai-ch further demonstrates that once a brain area has 
participated in abnormal seizure activity, its threshold for further 
seizures is reduced so that the second time around less provocation is 
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necessary to precipitate the next seizure resulting in a very dangerous 
progressive state. 

Tnis means that recurrent seizures must be prevented. One of the 
jjersons testifying earlier told about the improved control of seiztire 
through new methods of serum level analysis. If Joe's overworked 
and frequently isolated family doctor has had time to read the medical 
journals and to go to medical meetings recently, he will know about 
this. Maybe he even knows where to send the samples. But I would 
put the chances at about 1 in 10,000 at the present time. 

If he did know this, however, he would know that seizure control 
leaps fiom 47 to 61 percent simply when medicine is taken regularly 
and in the prescribed amoiuits. 

He can also determine if there is some peculiarity about this 
particular Joe's body chemistry tliat would be a cause for dosage 
adjustment. Ultimately seizure control can be invproved by a factor of 
about 10 to 15 percent'by this method of serum level analysis. 

Now I have said progress toward prevention is achievable, but I 
do not think it is achievable wi'thout a national plan, a national com- 
mission, and the coordinated cooperative willing efforts of the Depart- 
ment of Health. Education, and Welfare, NINDS, the lay society, 
Epilepsy Foundation of America, the medical professional societies 
and all the other elements of the epilepsy universe. 

The message from the folks back home then, our constituency and 
yours, is, "Have courage to think into the future." They say, "Deliver 
us from evil," the evil of epilepsy, for that surely is what epilepsy is. I 
am sure they would not consider me blasphemous and I hope you won't,, 
when I say the following five words: "For Thine is the power.'' 

Gentlenum, you do have tlie jwwer. Let's use it for tlie public's 
health. 

Thank you. 
[Testimony resumes on p. 52.] 
[Mrs. Grass' prepared statement foUows:] 

STATEMENT OF ELLEN R. GRASS, FORMER MEMBEB, NINDS ADVISOKT COC.NCIL, 
PRESIDEXT, INTEHNATIONAL BUREAU FOR EPILEPSY, MEMBER, NATIONAL ADVISORY 
COUNCIL ON MULTIPLE SCLEROSIS, PRESIDENT, GRASS FOUNDATION 

To the honorable Paul G. Rogers, the Honorable Peter M. Kyros and members 
of the House Subcommittee on Public Health and Environment Ladies and 
Gentlemen, the honor of appearing before you is outweighed only by the awesome 
sense of responsibility I feel in doing so. You'll understand my message b?tter if 
I briefly sketch my background. I am Mrs. Ellen R. Grass, former member, 
NINDS Advisory Council; President, International Bureau for Epilepsy; mem- 
ber of the National Advisory Council on JIultiple Sclerosis; and President of the 
Grass Foundation. A Harvard-Radcliffe complex gave me both undergraduate 
and graduate training in neuro-physiology, ending in the mid-thirties. Ever since 
then my professional work, my charitable concerns, and my seirice to the United 
States Government Health establishment have kept me interested, aware, and 
busy in the encouragement of fundamental research in the neuro-sciences, in 
clinical aspects of neurological disorders, and in the distribution of health care 
to the neurologleally disabled public. 

You can appreciate why then, I preface my remarks on H. R. 1340.'), the 
National Plan for the control of epilepsy and its consequences, with a broader 
plea that Uiis highly respected committee use its not inconsiderable jiower to 
ensure that basic research In the neuro-scIences he nurtured with all the tender 
loving care and federal greenbacks tliat you can muster. 
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Dr. Phillip Handler, president of the National Academy of Science, recently 
said, "One cannot yet calculate the melting point of a crystal from fundamental 
considerations, predict the manner iu which a protein will fold, specify an exact 
structure of an enzyme to catalyze a si>ecific process, predict the behavior of a 
living cell, much less account for the functioning of the central nervous system 
in more than a trival superittcial manner." 

In 1973-74 1 had tlie honor of serving on the National Multiple Sclerosis Com- 
mission initiated by one of your number, the Honorable Margaret Heckler. 

Multiple Sclerosis is, as you know, also a dreadful neurological disorder. 
Epilepsy luost assuredly needs a commission to render the same kind of thorough 
result. In the report of the Alultiple Sclerosis Commission, a very strong plea is 
made for supixirt of basic bio-medical research in the neurological Sciences, a 
plea with which I heartily agreed and, indeed, insisted. The Commission recom- 
mended that "The small sum of twenty cents IKT unit of iK)pulatio'i be si)ent for 
the support of promising meritorious bio-medical research in the neurological 
sciences." ' Of the recommended research exijenditures for the fiscal years of 
11)70-77, basic research at NINDS exceeded targeted research by a ratio of more 
than two to one. 

1 turn now from my role as an advocate of basic research in the neurological 
sciences to one us an atlvocate for persons \\ith epilepsy. With continued respect 
dating back to our common educational exp^ience at Harvard Me<Iical School, 
1 have listened to Dr. Tower tell of the achievements o£ NINDS in epilepsy. These 
are not exactly unknown to me because of my four years of service on the 
Advisory Council to NINDS, a tough, demanding duty to my country which turned 
out to l)e perhaps the greatest pleasure of my life. 

Neurological diseases account for 20% of the hospitalization In the United 
States every year, and 12% of the deaths. The neurological and c-ommunicative 
disorders afltict over 40 million Americans at an annual cost to the nation 
con.servatively estimated at 20 billion dollars—not millions, billions. Those figures 
relied the chronic, often debilitating course of the disorders and the fact that we 
still lack much of the basic inforuuition to understand what they are, and how to 
prevent and cure them effectively. 

Dr. Donald Tower, Director of NINDS, points out that the human brain has 
a total of 10 billion neurons, or nerve cells, and an even larger number of sup- 
porting cells that comprise a device that is remarkably efficient at managing 
our lives, and does this within the confines of a unit that weighs less than 4 
pounds and expend.s only 20 watts of power. You recall tliat a 20 watt electric 
light bulb doesn't shed very much light. 

Now let's focus a bit more sharply on epilepsy itself. In a pamphlet brought 
out by the Epilepsy Foundation called Research Into the Epilepsies, Dr. Tower 
has said, and I quote him : "If I were asked to pick out one program in which 
I could support research both basic and clinical, I would pick epilepsy because 
this is such a broad subject that almost any area of neurological research im- 
pinges directly or indirectly on it." 

Vou have also heard from several consumers directly who told you candidly 
and elotiuently what it is all about to have epilepsy. However, bear in mind 
that they cannot be a fair .sample, four persons of four million, and variation.s 
of types of seizures, degree of control and degree of handicap are extremely 
great. There are problem areas in eiiilepsy that make it different from other 
disonU-rs. First of all epilepsy is not a disease like measles and mumps. It is 
the symptom of a nervous system disorder. Just as running a temperature is 
usually a symptom of an infection, and stomach cramps are frequently the symp- 
tom of an upset digestive tract, so ei>i!epsy is the symptom of a problem in the 
central nervous system. For epilepsy the type of symptom, the fit, or seizure, or 
whatever you wish to call it, is related to where the central nervous system Is 
misbehaving. The problem may be structural or functional or both. 

Another thing about epilejisy is that it is not the same from one person to 
another. KM i)er.sons with epilepsy DO NOT fall to the ground, thrash about 
and fail to respond to .questions, although some do. Others have much more 
subtle changes in their state of awareness. Some people have had only seizures in 
childhood associated with fever, and others have seizures only at night. A small 
number of jiersons have, in addition to their epilepsy problems, problems of 

»Rpport and Recommendation, National Advisory Commission on Multiple Sclerosis, 
vol. 1, II. 53 and vol. 2, pp. 124-129. 



49 

learning or mental retardation.  Some have bizarre psychiatric symptoms in 
addition, and some have various types of motor compliimtions. 

Here's something else that epilepsy is NOT. It's not a single major crisis 
which, when surmounted is over and done witii like a severe bout of viral pneu- 
monia, for example. If the imderlying brain disorder is present, the symptom 
epilepsy is a "Till death do us part" situation. Medicine simply prevents the vast 
majority of the seizure symptoms from breaking through and resulting in a 
convulsion. 

Now what about the numbers game in epilepsy? How many people really have 
it? There is considerable disagreement about this and the major reason is in 
the understandable reluctance of people to disclose the fact tUat tliey have seiz- 
ures. It's also due to the difficulty in recognizing the minor forms of epilepsy and 
the problem of deciding wliether a single .seizure should bo included or excluded. 
In other words, should a single flt label a per.son epileptic? In addition some 
people feel that seizures that result from head injuries .should not be considered 
epileijsy. All this difference of oi>inion makes it very difficult to count heads. An 
average percentage prevalence of 2% of the population is used, and the pre.sent 
number of persons with epilepsy may be (luoted as between 2 and 4 million. Re- 
gardless of the number, this is a very large segment of people with i)roblems, 
and many, many families are involved. 

I think it's impoi-tant to remember that seizures can result from brain Injuries 
sustained in automobile accidents or other head injuries, from biochemical im- 
balances (particularly in small infants), from infections of the central nervous 
system, and a host of other cau.ses. 

It is, however, primarily a di.sease which begins in childhood. It is estimated 
that there are some 670,(K)0 elementary school children with seizures, and an 
additional 300,0(X) secondary school children witli seizure disorders. If you add 
that up, it makes nearly a million afflicted children. It ie awesome and humbling 
to try to speak for this multitude. 

But if I could use but four words as their message it would be, "Deliver us 
from Evil." Webster's collegiate dictionary gives us its first definition fur de- 
liver, "to set free." There is a great deal of talk these days and properly so on the 
freedom afforded citizens of the United States by the Constitution. I believe that 
Americans liave the right to expect their Government to take all reasonable 
and prudent steps to deliver or set them free of the evil of epilepsy. The word 
"evil" is neither over vehen\ent nor exaggerated. In this presumably enlighted 
age of increasing social advancement, the evil stigma of epilepsy continues to 
resist all our efforts to make it go away. Peoiile still conscioii.sly or nnconscicnisly 
associate epilepsy with something mysteriously dreadful, like evil spirits, mad- 
ness, dogs that howl at night and unspeakable terrors and guilt. If we could 
only achieve the single objective of persuading the public to regard epilepsy as 
one of the chronic neurological disorders without emotional overtones, our ef- 
forts at solving the medical problem itself would be immeasurably facilitated 
and the distribution of care .greatly helped. 

I've put together a composite letter out of the incredible number that have 
been sent to me and to epilepsy society offi<-es over the past years from people 
with epileps.v and their families, and 4S^c of tbe.se letters come from people in 
rural areas. 

It's my opinion that there are, for each one who does write, an equal number 
of those who do not. Some of them are too young or too old to write, and some 
them never learn to write and, perhap.s. never will. Many are afraid to write for 
fear of identification, and others are so discouraged and weary from the way 
they have been treated by society that they feel writing wouldn't be worth the 
effort. Many more are cruelly isolated within the largest of our cities, the inner 
core of our cities, by poverty or language, or for a variety of other reason.s, I'd 
nice to share irith you a typical letlcr. 

It very frequently starts off, "Dear Folks," and it's a very chatty kind of 
communication. 

"Our doctor has jinst told us that our eight year old son, Joe, has epilepsy. 
It's come as a terrible shock, and we don't know what to do. What is epiler>s.v, 
and why did It happen to us? Is it our fault? 'What did we do wrong? Is Is some- 
thing that runs in the family? Aunt Josephine used to have .siiells, although 
everyone tried not to mention it. Would it be better to keep .Toe home from 
school, because his teacher figures It will be a lot of trouble for them and his 
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classmates are either afraid of Joe or think he Is queer? Lately he doesn't seem 
to have many friends. Even If he goes to school, will he be able to learn like 
the others? Friends have told us that epileptics are slow and stupid and can't 
learn. And then what about a job? It'll be hard for us to support him If he can't 
work. Who will want to hire him? What will he say when he looks for a job— 
that he didn't finish school because he has this? 

"We go to church regular and try to teach our children always to tell the truth, 
but If he tells, will he get work? And what if he falls down on the street? People 
are so very cruel. My husband, Ed, and I worry about his future when we're not 
around. Joe takes his medicine like the doctor said, and it helps some, but he 
still has these spells once in a while. So far we've been able to afford the pills, but 
don't know about next month. Is there any welfare for this? Secretly, can yon 
tell us if It's bad for him to keep taking these pills, drugs you know? Will they 
make him stupid? 

"Doc is so busy we haven't talked about it, but should Joe get married later 
on and have children of his own? It would be deadful lonely for him if he couldn't 
have someone to look after him, but who would ever want him? A fit Isn't a 
very nice think to look at. 

"But dear lady, the worst nightmare is not knowing about this. We read In 
the papers and seen on TV how some murders did it because they have something 
like epilepsy wrong in their heads. Is Joe apt to hurt or even kill somebody when 
he has one of these si)ells that he wanders around not knowing what he Is doing? 
He's getting big and strong lately. Must we keep watch on him day and night? 
And, dear lady, how can people help from having epilepsy?" 

It generally concludes by saying, "Thank you for anything you can tell us or 
send us so we will know better." Once in a while a quarter is scotch-taped to 
the end of the letter. 

The content of these letters hasn't changed much in the last twenty-five years. 
Once you've learned self discipline enough to swallow the lump in your throat 
and channel your upsurge of compassion Into constructive action, you have to 
come to grips with the real necessity of how to answer Joe. And we must ask 
ourselves periodically whether our ability to respond constructively is improving 
at an appropriate rate. 

In response to "What is it?", there are many areas in which we've materally 
Improved basic information about epilepsy and the availability of such Informa- 
tion. For this NINDS and EFA deserve our praise. However, there is a very long 
way to go still in the information and education field. The (School Alert Program 
of EFA is n case in point. It furnishes the whole school community with common 
sense information about epilepsy and is written to foster constructive, realistic 
attitudes. All the hard work of preparing, producing, and testing the materials Is 
done, there have been several years of experience in distribution, and it has been 
pronounced excellent by consumers. The problem is that the demand for the ma- 
terials exceeds our ability to pay for it by a factor of at least ten times. 

In response to "What causes it?", most neuro-physiologists postulate that an 
Improper balance of some of the simpler body cliemicals (sodium, potassium 
and perhaps magnesium) exist in that part of the brain which is acting up, and 
contribute to the abnoral electrical activity of the nervous system that accom- 
panies seizure activity. There is also considerable basis for the belief that im- 
proper balance of the more complex body chemicals, the sub-units of proteins 
called the amino acids either cause or result from such abnormal brain activity. 

Recent research demonstrates that once a brain area has participiated in 
such abnonnal seizure activity, its threshold is reduced so that less provocation 
is needed to precipitate the next seizure and this is a dangerously progressive 
state. The lesson there for the clinician is obvious. 

How well is medical therapy succeeding? Can we reassure Joe's family on 
that .score? Well, yes and no. We do indeed know how to treat epilepsy much, 
much better than we did when Joe's folks wrote first, five years ago, but it i.sn't 
necessarily true that the local family doctor will know about the.se new methods 
or be equipped to use them to best advantage. 

Now take the matter of Joe's pills. If Joe's overworked and frequently isolated 
family doctor has had time to read the journals and to go to medical "meetings, 
he knows about anticonvulsant blood levels. Maybe he even knows where to 
send the samples for reliable anal.vsis. I'd put the chances at about one In 10,000 
at the present time. If he did know this, however, he would know that seizure 
control In a group of patients leaps from 47% to 61% when medicine Is Just 
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simply taken regularly. He can also determine If there is some peculiarity about 
Joe's body chemistry that calls for dosage adjustment As yet, an insufficient 
number of laboratories in the United States have the capability of making these 
measurements reliably. 

Can epilepsy be prevented? Well, that's a good question. Joe's family asks, 
"Dear lady, how can people help from having epilepsy?" This rural family, 
improverished and poorly educated, lacking access to the great institutions of 
medicine, has politely phrased the most important question of all, becau.se all the 
money in the whole HEW budget would not be sufficient to provide maximal de- 
sirable services for persons with epilepsy unles we commence a program of 
prevention. The International Bureau for Epilepsy is an international infant, a 
poverty striken one at that, but we do gather ourselves together i>eriodically to 
face issues, and at the first International meeting in London, we decided to have 
a symposium on prevention. There were a lot of crepe-hangers ahead of time 
who said there wouldn't be anything to talk about, but it did provide a great 
deal of useful information and has resulted in increased awareness that it 
is no longer necessary to accept that the incidence figures can not be altered, or 
that the number of intraceable cases can not be materially diminished. There 
are numerous additional approaches iwssible but I will cite only three that can be 
numerically verified by recent information. 

In a classic work on febrile convulsions published this year, Dr. Margaret 
Lennox has researched the statistical evidence about this condition, its preva- 
lence, and the probability of its development into clinical epilepsy in the later 
life of the child. Prophylaxis, the word physicians use for administratioB of 
medicine to prevent development of disease, is in these cases definitely Indicated 
for some such children, and its effectiveness, the type of drug, the dosage, etc. 
have been worked out in exquisite detail. It remains only for the physicians of 
the world to be informed and to practice accordingly. This may take a great deal 
of doing. 

A few weeks ago I had the pleasure of an audience with Senator Percy of 
Illinois the sponsor of Senate bill S. 3556, the preface of which is to provide for 
a uniform motor vehicle speed limit throughout the United States of 55 m.p.h. 
What has this to do with epilepsy? Anyone in this room can become an epileptic 
by sustaining a bead Injury as a result of an automobile accident. Indeed before 
the energy crisis about 160,000 persons developed seizures each year for this 
reason. The estimated possible reduction (due both to reduction of sjieed and 
fewer vehicles on the road) Is 3.000 fewer cases of post traumatic epilepsy per 
month or about 120,000 fewer per year. The potential saving in personal, family, 
and .social suffering and economic exi)ense is evident to any thinking jwrson. 

Further, there is Increasing evidence that it may be possible to prevent de- 
velopment of post traumatic epilepsy even after a head Injury by suitable 
prophylactic administration of anti-convnlsant medication. 

Earlier I spoke of the methods of analyzing how much medicine effectively 
enters the body fluids of the person with epilepsy and how. by measuring, this 
medication can be adjusted. Ultimately, seizure control can be improved by a 
factor of at least 10 to 15 i>ercent by this method. Anyone with a midget computer 
can easily figure what the savings to the country would be thereby. 

Given only these three preventive elements, the possibilities are challenging. 
Eradicate epilepsy totally? Probably never—but reduce its incidence by some 
twenty-flve percent and reduce the severity of its consequences by another 
twenty-five percent within the twentieth century? Yes, It could be done but not 
without a National Plan, a National Commission, and the coordinated efforts of 
HEW. NINDS, EPA, the professional societies, and other elements of the epilepsy 
universe. May I emphasize that work on all levels is essential—funding of the 
basic blo-medlcal research, participation in clinical research and trials, distribu- 
tion of effective information and educational materials to physicians alwut 
modern techniques of treatment, and an education of the public. 

1 would like to close with a poem by my favorite poetess, Edna St. Vincent 
Mlllay: 

"Upon this gifted age, in its dark hour. 
Rains from the sky a meterolc shower of facts. 
They He unquestioned, uncomblned, 
Wisdom enough to leach us of our ill 
Is dally spun, but there exists no loom 
To weave It Into fabric." 
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Jklr. KTROS. Thank you, Mrs. Grass, for a very fine statement. The 
next nicniber of the panel is Dr. David Dalj'. 

Dr. Daly, welcome to the panel. 

STATEMENT OE DR. DAVID DALY 

Dr. DALY. Mr. Kyros and members of the committee, I would like to 
request that my written statement be inserted in the record and in view 
of the limitations of time, I would like to paraphrase only a few points 
raised by it. 

Mr. KYROS. Without objection it is so ordered [see p. 55]. 
Dr. DALY. I would suggest that epilepsy often goes too long im- 

diagnosed and indeed epideraiologic studies suggest that in as many 
as 20 percent of patients an interval of several years may lapse between 
the onset of seizures and the definitive diagnosis of epilepsy. 

There is evidence that seizures themselves are often inadequately 
treated and accompanying neurological deficits unrecognized. The dis- 
ruption of the patient's way of life by this chronic disease may lead 
to severe educational and occupational disability. 

I would suggest that the problem is highly complex and I am less 
sanguine about a.ii easy solution of the many facets to this disorder. 

Dr. Bernstein referred to the Secretary's advisory committee. I had 
the privilege of serving on that committee as the chairman of the Sub- 
comiiiittci' on Service and Service Training. The surveys we made on 
that subcommittee showed a dismayingly widespread lack of coordina- 
tion between the many agencies involved with epileptic persons and 
that, as a result of this, patients frequently circulated slowly and 
fruitlessly among the agencies. 

The resolution of this problem is complex and I would submit if a 
conference could have done it, it should have been held long ago be- 
cause tiiis was indeed the recommendation of the subcommittee. Un- 
fortunately the subcommittee was abolished by administrative order 
after a very short term of office and its work and its report went 
minoted. 

I would suggest we do, indeed, need a comprehensive care program 
for epilepsy and that this must be much more than simply a better 
utilization of existing knowledge and facilities. Instead, such a pro- 
gram must be a system which wul: provide better health care delivery, 
recognize and attack the educational and occupational disabilities, and 
address itself to the as-yet unsolved problem of providing continuity 
of care for a disease which may well persist throughout the lifetime of 
the individual. 

In addition, a need exists for facilities with advanced techniques in 
diagnosis and treatment. In my opinion these facilities must have 
residential capability since the complex of problems which beset the 
epileptic person do not arise overnight and cannot be solved overnight. 
In my capacity as president of the International League Against 
Epilepsy, I have had the opportunity to study the approaches to the 
problem made throughout the world. Norway has established a Na- 
tional Hospital for Epilepsy. To it come the most difficult patients who 
may remain for weeks or for months. During this time children attend 
school within the hospital and adults receive vocational training. Upon 
the patient's return home the National Hospital maintains contact 



53 

throupli tlie local physician and stands ready to offer further assistance 
or rchospitalization as needed. An analo<);ons institution exists in Meer 
en Bosch in The Netherlands. In Great Britain, as a result of the Reid 
report, the Government has mandated the establishment of regional 
epilepsy centere geographically dispersed across the country. 

In the United States the Veterans' Administration is establishing a 
series of regional epilepsy centers. Tliese will have advanced technolo- 
gies including lesources for continuous radio telemetry of the electro- 
encephalogram, video recording for the precise observation of seizure 
patterns, and gas-liquid chroniatography for the accurate determina- 
tion of serum levels of antiepileptic drugs. Since such capabilities 
exist in this country, I believe they should be available to all epileptic 
pei-sons according to their need. 

Long-term institutionalization is required for only a small minority 
of epileptic persons. Earlier in this century many States had special 
hospitals for epileptic persons needing custodial care. Unfortimately 
in recent years this trend was reversed, leading to the closure of such 
institutions and the mingling of epileptic patients with psychotic and 
retarded patients. On the balance tliis has led to a deterioration in the 
care of those pei-sons needing institutionalization solely because of 
uncontrollable seizures. The proposed commission may very well seek 
to reverse this trend. 

Second, we need much better application of our existing knowledge. 
There is an insufficient number of people involved in the care of 
epileptic persons. Many physicians, including neurologists, have rela- 
tively little interest in the epileptic patient. We need to improve the 
teaching about epilepsy to medical students and to residents in pedi- 
atrics, intei'iial medicine and neurology. But to do this requires more 
people highly trained in this complex area. 

At the present time it is difficult to find neurologists trained in 
epilepsy to head the regional epilepsy centers in the Veterans" Admin- 
istration. We also need many more well-trained people in the allied 
health sciences, for example, electroencephalographei-s, EEC technol- 
ogists, ueuropsycliologists, public health nuraes, social woi-kers, and 
vocational counselors. 

To accomplish this will require the appropriation of fmids and 
the establishment of trainmg programs. This, I would submit, is a 
matter of the greatest urgency. 

We also need to provide opportunities for practicing physicians to 
update their knowledge and keep abreast of current progress. Gas- 
liquid chroniatography (GLC) provides a means for the rapid and 
precise determination of blood levels of antiepileptic drugs. Utiliza- 
tion of this techni(iue leads to a marked imjjrovement in seizure con- 
trol and reduction of dose-related intoxication. Unfortunately many 
physicians do not know how to utilize the results of GLC determina- 
tions. Beyond this, in many communities the procedure is not available 
and there is also disturbing evidence to suggest that some laboratories 
are supplying unreliable results. Thus, an urgent need exists to extend 
the availability of GLC technology and to assiire the reliability of 
the determinations. 

The flood of medical publications makes it difficult to keep abreast 
of knowledge. NINDS wisely recognized this and supported the estab- 



54 

lisliment of Epilepsy Abstracts which attempts to summarize and 
categorize publications in the field. This publication has now become 
self-supporting. In the framework of comprehensive care a need exists 
for i-eady access to new information particularly by the advanced care 
facilities. 

NINDS has again led the way by establishing a computerized infor- 
mation search and retrieval system. This system makes possible the 
automatic search of both title and text in the thousands of epilepsy 
al)Stracts. Unfortunately this system is currently shut down because of 
lack of funds. The proposed commission will surely address itself to 
the entire problem of availability and dissemination of information 
and would, I hope, recommend reactivation of the epileps\- information 
system—epilepsy abstract relicval system or EARS. 

Finally, in the area of basic research, fundamental questions about 
epilepsy remain unanswered. This year, for the first time in 14 years, 
a new antiepileptic drug, carbamazepine, M-ill be introduced in the 
United States. We need to accelerate drug development and we need 
to know much more about how antiepileptic drugs work. Clinical test- 
ing of new drugs has often lagged liecanse of the difficulty in obtaining 
cai-efully studied groups of patients on whom to try new drugs. Im- 
plementation of the comprehensive care progi-am would do much to 
alleviate this problem. 

A need exists for systematic screening of potential antiepileptic 
drugs and this, in turn, suggests a need for a better imderstandingc of 
their mechanisms of action. In turn, we need a deeper imderstanding 
of wliat makes nerve cells epileptic. Many of the experimental models 
of epilepsy involve physical or chemical injury to the brain, for exam- 
ple, the freeze focus or the alumina-cream focus. 

A more recent techni(|ue of electrical stimulation called kindling 
offers a new direction. In experimental animals kindling seems to be 
prevented by the administration of some antiepileptic drugs, but not 
by others. Clearly here is an important clue to the mechanism of action 
ojf drugs. 

Paradoxically, we cannot answer the seemingly simple question: 
how many persons have epilepsy? Using available data, one can pro- 
ject from 1 to 4 nnllion persons in the United States. In general the 
more recent and more carefully conducted epidemiologic studies yield 
higher prevalence figures. However, to answer our question reliably 
recjuircs far more extensive studies. The results of such studies would 
do much to define one of the dimensions of our problem. 

Let me conclude by saying that epileptic persons constitute a silent 
and often hidden con.stituency. The actions of the Congress over the 
past 30 years express a recognition of their needs. However, this 
constituencA' itself has often not made vocal the full extent of its 
needs. This we are attempting to do today in the hope that the estab- 
lishment of a national commission will lead to a focusing of our re- 
sources and capabilities. Compelling humanitarian reasons exist for 
our doing this. But, in addition, restoring epileptic pei-sons to a use- 
ful existence will, by making them contributing members of our soci- 
ety, economically repay itself many times. To paraphrase Winston 
Churchill, in few diseases will so small an investment do so much 
for so many. 
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Thank j'ou, Mr. Chairman, for this opportunity to appear before 
the committee. 

[Dr. Daly's prepared statement follows:] 

STATEMENT OF DAVID D. DALY, M.D., PH. D., PHESIDENT, INTERNATIONAL LEAOUB 
AGAINST EPILEPSY, PAST PRESIDENT AMERICAN EPILEPSY SOCIETY, AND PAST 
PRESIDENT, AMERICAN ELECTBOBNCEPHALOORAPHIC SOCIETY 

Mr. name Is Dr. David Daly. I am Professor of Neurology at Southwestern 
Medical School, University of Texas Health Science Center at Dallas. In the 
past I have served as president of the American Epilepsy Society, president of 
the American Electroencephalographic Society, chairman of the Subcommittee 
on Service and Service Training of the National Advisory Committee on the 
Epilepsies, and as a scientific consultant to the National Institute of Neuro- 
logical Diseases and Stroke. Currently, I serve as president of the International 
League Against Epilepsy, a world-wide federation of professional societies 
concerned with epilei)sy, and as chairman of the Professional Advisory Board 
of the Epilepsy Foundation of America. 

The present hearings represent a continuing concern for epileptic persons 
upon the part of the Congress, a concern extending back some 30 years. In 1945, 
Dr. William Lennox, whose name is synonymous with epilepsy, testified before 
a committee of the House on the needs of epileptic i)er.sons and urged the 
establishment of a national epilepsy center. In 1950, Dr. Lennox testified again 
reiterating these needs and supporting the establishment of the National Insti- 
tute of Neurological Diseases and Blindness. In this same year coverage for 
crippled children was extended to include epilepsy; however, relatively few 
states took advantage of this. In 1962, the Neurological and Sensory Disease 
Control Program was established within the framework of the National Center 
for Chronic Disease Control. This program funded several pilot studies to 
develop comprehensive care for epileptics. Unfortunately, the program was 
abolished by administrative order in 1968. In 19t)0, under the impetus of Secre- 
tary Oelebrezze, a National Advisory Committee on the Epilepsies was es- 
tablished. In acknowledgement of the complexity of epilepsy, the committee 
consisted of a subcommittee on research and research training and a subcom- 
mittee on service and service training. Again unfortunately, the latter subcom- 
mittee was short-lived, terminating upon the abolition of the Neurological and 
Sensory Disease Control Program. In 19(i8, the Epilepsy Foundation of America 
arose from the merger of several voluntary health agencies concerned with 
epilepsy. 1970 witnessed the passage of the Developmental Disabilities Service 
Act. This represented a significant step forward although only a minority of the 
funds was expended for epileptic persons In 1973, the National Institute of Neuro- 
logical Diseases and Stroke (NINDS) initiated study of a Comprehensive Care 
Program for epilepsy. At the present time NINDS has funded 11 feasibility 
studies for the development of such a program. 

In the light of these efforts, what remains to be done In the struggle against 
epilepsy? My answer is that major tasks still face us. The nature of these tasks 
can best be understood by looking at the complex nature of epilepsy, and let me 
speak of this. Like cancer, epilepsy is a collection of diseases with diverse causes. 
If the essence of cancer is the uncontrolled nuiltiplieation of cells in the body, 
then the essence of epilepsy is the periodic, uncontrolled, excessive discharge of 
nerve cells in the brain. A wide variety of diseases can cause this excessive dis- 
charge. The list includes developmental defects of the brain, infection, head 
Injury, tumors and stroke, to name only a few. Hereditary factors have received 
much, perhaps too much, attention but probably play a significant role only in a 
minority of patients. 

Epilepsy may begin at any age, from the newborn infant to the aged person. 
However, the greatest incidence is In children, perhaps reflecting a particular 
vulnerability of the maturing brain. I use the term incidence in the epidemlo- 
logtc sense, meaning the number of new cases per 100.000 population In any given 
year. Epilepsv is also a chronic disease, often lasting through the patient's 
entire lifetime although not shortening the life simn. Thus, the prevalence, that 
is the total number of cases per IOO.IHX) population, is much greater than the 
Incidcnee. This chronicity of epilepsy compounds our problems since epilepsy, 
thus, extends across the patient's educational and occupational years. 
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In many patients with epilepsy the underlying brain disease causing the 
seizures may also cause associated neurological impairment. For example, it 
is well known that a quarter to one-third of children with either cerebral palsy 
or mental retardation also suffer seizures. However, in many patients more subtle 
associated defects may go unrecognized. Let me cite an example. I have as a 
patient a young woman whose seizures begin in the visual area of the brain. The 
seizures begin with a distortion of vision followed by an inability to recognize 
either letters or words and then a brief period of contusion. Coincident with the 
onset of her seizures, her school work deteriorated markedly and this was at- 
tributed to the sedative effects of medication. Her parents took her to several 
physicians, including a neurologist, who treated her seizures, but none recognized 
that in the intervals between her seizures she suffered from a defect in the com- 
prehension of written language. As a result, she left college after failing the 
first year. Careful testing of language function by the speech pathologist in our 
epilepsy group disclosed this defect. We counseled with her advisor at college 
and devised a modified program of studies which ameliorated this handicap. The 
happy ending to the story is that she will graduate from college next year as a 
speech therapist, perhaps with a better understanding of patients' problems 
because of her own. 

Epilepsy is one of the last of the socially stigmatic diseases. Public opinion 
polls over the past two decades indicate a significant improvement in the attitude 
of the public towards epileptic persons. Nevertheless, ma.1or hurdles remain. The 
social stigma continues to impair the education of children and the employment 
of adults. While punitive laws restricting the marriage of epileptics have dis- 
appeared, epileptic persons still face major hurdles in entering many career fields, 
in obtaining insurance, and in llcensure to operate motor vehicles The cumulative 
impact of these many problems, particularly in the maturing child, may result 
in a secondary disorder of adjustment which can be as disabling as the seizures 
themselves. 

Summed up, we may say that seizure disorders often go too long undiagnosed; 
some epidemiologic studies suggest an interval of several years between the onset 
of seizures and the definitive diagnosis of epilepsy. The seizures themselves are 
often inadequately treated and accompanying neurological deficits unrecognized. 
The disruption of the patient's way of life by this chronic disease may lead to 
severe educational and occupational disability. 

If we are to conquer these problems, let me suggest areas in which we must 
move forward. 

1. We sorely need a comprehensive care program for epilepsy. This must be 
much more than simply a better utilization of existing knowledge and facilities. 
Instead, it must be a system which will: 

Provide better health care delivery. 
Recognize and attack the educational and occupational disabilities. 
Address itself to the as-yet unsolved problem of providing continuity of care 

for a disease which may well persist throughout the lifetime of the individual. 
To accomplish these tasks will require coordination and cooperation of the 

nmny agencies involved with the epileptic person. Surveys made in several states 
by tiie National Advisory Committee showed a dismayingly widespread lack of 
such coordination so that patients frequently circulated slowly and fruitlessly 
among tlio agencies. Resolution of this complex problem will obviously be one 
of the many important tasks of the proposed commission. The goal of such a 
compi'ehensivo care program should be to provide adequate diagnostic and 
treatment resources for all epileptic persons. 

in addition, a need exists for facilities with advanced techniques in diagnosis 
and treatment. In my opinion, these facilities must have residential capability 
since the comiilox of prol)lems which beset the ei)l!eptic person do not arise 
overnight and cannot be solved overnight. In my capacity as i)resideut of the 
International lyeague Against Epilepsy, I have had the opportunity to study the 
approaches to the problem made throughout tlie world. Norway has established a 
National Hospital for Epilepsy. To it come the most diflicult patients who may 
remain for weeks or for months. During this time children attend school within 
the hospital and adults receive vocational training. Upon the patient's return 
home the National Hospital maintains contact through the local physician and 
stands ready to offer further assistance or rehospitalization as needetl. An 
anologous institution exists at Meer en Bosch in the Netherlands. In Great 
Britain, as a result of the Reed Report, the government has mandated the estab- 
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lishment of regional epilepsy centers geographically dispersed across the coun- 
try. In the United States, the Veterans Administration is establishing a series 
of regional epilepsy centers. These will have advanced technologies including 
resources for continuous radio telemetry of the electroencephalogram, video 
recording for the precise observation of seizure patterns, and gas-liquid chro- 
matography for the accurate determination of serum levels of antl-epileptic 
drugs. Since such capabilities exist in this country, I believe they should be 
available to all epileptic persons according to their need. 

Long-term institutionalization Is required for only a small minority of epileptic 
persons. Earlier In this century many states had special hospitals for epileptic 
persons needing custodial care. Unfortunately, In recent years this trend was 
reversed, leading to the closure of such institutions and the mingling of epi- 
leptic patients with ijsychotic and retarded patients. On the balance this has 
led to a deterioration in the care of these persons needing institutionalization 
solely because of uncontrollable seizures. The proposed commission may very 
well seek to reverse this trend. 

2. We need much better application of our existing knowledge. Firstly, there 
Is an Insufficient number of people involved in the care of epileptic persons. 
Many physicians, including neurologists, have relatively little interest in the 
epileptic patient. We need to improve the teaching about epilepsy to medical stu- 
dents and to residents in pediatrics, internal medicine and neurology. But to do 
this requires more people highly trained in this complex area. At the present 
time, It is difficult to ilud neurologists trained in epilepsy to head the regional 
epilepsy centers In the Veterans Administration. We also need many more well- 
trained people In the allied health sciences, for example, electroencephalographers, 
EEG technologists, neuropsychologlsts, social workers and vocational counselors. 
To accomplish this will require the appropriation of funds and the establishment 
of training programs. This, I would submit, is a matter of the greatest urgency. 

We also need to provide opportunities for practicing physicians to update 
their knowledge and keep abreast of current progress. Gas-liquid chromatography 
(GLC) provides a means for the rapid and precise determination of blot>d 
levels of anti-epileptic drugs. Utilization of this technique leads to a marked 
improvement in seizure control and reduction of dose-related intoxication. Un- 
fortunately, many physicians do not know how to utilize the results of GLC 
determinations. Beyond this, in many communities the procedure is not avail- 
able and there Is also disturbing evidence to suggest that some laboratories are 
supplying unreliable results. Thus, an urgent need exists to exlend the avail- 
ability of GLC technology and to assure the reliability of the determinations. 

The flood of medical publications makes it difficult to keep abreast of knowl- 
edge. NINDS wisely recognized this and supitorted the establishment of epilepsy 
abstracts which attempts to summarize and categorize publications In the field. 
This publication has now become self-supporting. In the framework of compre- 
hensive care a need exists for ready access to new information particularly by 
the advanced care facilities. NINDS has again led the way by establishing 
computerized information search and retrieval system. This system makes 
possible the automatic search of both title and text in the thousands of epilepsy 
abstracts. Unfortunately, this system is currently shut down because of lack of 
funds. The proposed commission will surely address itself to the entire problem 
of availability of dissemination of information and would, I hoi)e, recommend 
reactivation of tne epilepsy information system (epilepsy abstract retrieval 
system or EARS). 

3. Finally, in the area of basic research, fundamental questions about epilepsy 
remain unanswered. This year, for the first time in 14 years, a new anti-epileptic 
drug, carbamazepine, will be iTitroduced In the United States. We need to 
accelerate drug development and we need to know much more abotit how antl- 
epileptlc drugs work. Clinical testing of new drugs has often lagged becau.>!e of 
the difficulty in obtaining carefully studied groups of patients on whom to try 
new drugs. Implementation of the comprehensive care program would do much 
to alleviate this problem. 

A need exists for systematic screening of potential anti-ei)ileptlc drups and 
this, in turn, suggests a need for a better understanding of tlieir mechanisms of 
action. In turn, we need a deeper understanding of wliat makes nerve cells 
epileptic. Many of the experimental models of epilepsy involve physical or chemi- 
cal injury to the brain, for example, tbe "freeze" focus or the alumina-cream 
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focus. A more recent technique of electrical stimulaflon called "liiudling" offers 
a new direction. In experimental animals kindling seems to lie prevented by the 
administration of some anti-epileptic drugs but not by others. Clearly here is an 
important clue to the mechanism of action of drug.s. 

Paradoxically, we cannot answer the seemingly single question : how many 
persons have epilepsy? Using available data, one can project from 1 to 4 milliou 
persons in the United States. In general the more recent and more carefully 
conducted epidemiologic studies yield higher prevalence figures. However, to 
answer our question reliably requires far more extensive studies. The results of 
such studies would do much to define one of the dimensions of our problem. 

Let me conclude by .saying that epileptic persons constitute a silent and often 
hidden constituency. The actions of the Congress over the past thirty years ex- 
pre.ss a recognition of their needs. However, this constituency itself has often 
not made vocal the full extent of its needs. This we are attempting to do today 
in the hope that the establishment of a National Commission will lead to a focusing 
of our resources and capabilities. Compelling humanitarian reasons exist for our 
doing this. But in addition, restoring epileptic persons to a useful existence will, 
by making them contributing members of our society, economically repay itself 
many times. To paraphrase AVinston Churchill, in few diseases will so small an 
investment do so much for so many. 

Thank you, Mr. Chairman, for this opportunity to appear before the committee. 

:Mr. KYKOS. Thank you, Dr. Daly. 
Mr. Preyer. 
Mr. PREYER. Tliank you. Mr. Cliairiuau. 
I noticed Mr. Funk's figure that the cost of epilepsies to the Nation is 

$4.3 billion a year. How do you measure that ? Dr. Dalj' touched on loss 
of usefulness and lives. 

Mr. FUNK. The methodology is outlined in the report itself published 
by the foundation, I believe but very simply it consisted of going to 
scattered Federal records in many, many places and attempting to put 
them together into a coherent whole. 

Mr. PREYER. I tliink that is a very important fieure. I would hope 
for tlve sake of the record we could put all the methodology in to back 
that up. 

[The following information was received for the record:] 

MEASUBINQ COST OF EprLEPSY 

The percentages and per capita costs utilized in the "Cost of the Epilepsies" 
study reflect the figures taken from state and federal data relating to a wide 
range of social, medical and rehabilitative services. To list but a few: physicians' 
fees, costs of Institutlonalization, special education, vocational rehabilitation, un- 
employment, wage and hour loss, and veteran's benefits. While there are many 
more factors involved In the estimate of the cost of epilepsy, only those statistics 
readily available from government and other authoritative sources were utilized. 
The estimated total cost was derived in the following manner: The prevalence 
rate of epilepsy of four million (derived from U.S. Public Health Services Publi- 
cation No. 72-323) or approximately 2 percent of the U.S. population was applied 
to each of variables except In categories where more specific data was available 
as outlined in the report entitled "Cost of the Epilepsies."' Each of the fourteen 
areas examined in the report contain the rationale for arriving at the estimated 
dollar amount. As a final step dollar estimates for each category were added to- 
gether. While the methodology is, albeit simple, this Is the best estimate made to 
my knowledge in trying to determine the cost of epilepsy In order to provide some 
under.standlng of Uie scope of the economic implications. 

Mr. PREYER. One of the things I think we fail to consider too often 
in legislation, particularly in health legislation, is how much we save 

1 "The Cost of the Epilepsies to Individuals. FfinilUes, and to the Nation," a report assem- 
bled by the Epilepsy Foundation, may be found In the committee's flies. 
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by spending. We have the family planning bill on the floor today and 
there will be a lot of complaints about its spending levels. 

And yet, the cost-benefit ratio for family planning services works 
out to a savings of $2.50 to $2.90 in the year following an expenditure 
of only $1. So really you are spending to save, and this $4.3 billion 
figure, I think, can be translated into a very substantial saving from 
a relatively modest expenditure. Consequently, I hope that this figure 
be developed and sustained methodologically, and proved to be meth- 
odologically sound. 

I notice you also cite in 1963 when Mr. Celebrezze was Secretar}' of 
HEW, there was a Secretary's meeting on epilepsy. Was that in the 
nature of a conference on epilepsy ? 

Mr. FUNK. I would defer to Dr. Daly, who I think was involved with 
that effort. 

Dr. DALY. It is my imderstanding—I was not a participant m this, 
Mr. Preyer—but it was my understanding^, Mr. Celebrezze met with a 
number of concerned lay persons about epilepsy and they transmitted 
to hiin their feelings about the needs that existed. As a result of this he 
established the Secretary's National Advisory Committee on the Epi- 
lepsies, which consisted of two subcommittees, a Subcommittee on Ke- 
search and Research Training and a Subcommittee on Service and 
Service Training. 

The Subcommittee on Research endures in tlie present Xational 
Advisory Committee of NINDS. The Subcommittee on Service and 
Service Training was abolished. 

Mr. PREYER. I was interested in the regional epilepsj- centers that 
you mentioned. Dr. Daly. You say they have establi'slied tliose in 
Great Britain. 

Dr. DALY. Yes, sir, the British Government established a com- 
mission and the upshot of this was the Reid report which took cog- 
nizance of the fact there was no national plan in Great Britain for 
the management of epileptic persons who face problems similar to 
those in this country. One of the recommendations was the estab- 
lishment of regional centers of special capability. 

Mr. PREITR. Do you know how many are set up, how large they 
are, and what the funding is? 

Dr. DALY. I believe at the present time there are four of them. 
They are still in the process of establishing them. Each has institu- 
tional capability, I believe, for about 130 persons. 

Mr. PREYER. It might be interesting to see what they have done 
and how it has worked out. 

I enjoyed your testimony, Mrs. Grass, and I found your letter par- 
ticularly moving. I think all of this testimony is very helpful and 
interesting. 

It appears clear that there is not any question about it that epilepsy 
is not a disease like sickle cell anemia or mumps or measles. It is 
more analogous to cancer. It is a collection of diseases coming from 
various causes. Therefore, we are not going to find any magic answer 
to it. It is going to take a long pull and a lot of basic research, isn't 
it? 

Dr. DALY. I would agree. 
Mr. PREYER. Thank you very much. 
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Mr. KYKOS. Thank you, Mr. Preyer. 
Mr. Hudnut. 
]Mr. IIuoNUT. Thaiik you, Mr. Chairman. 
I appreciate tlie testimony that has been offered so far. I am sorry 

I was a little late. I just got in from Indiana. 
1 was going to ask the same question that my distinguished col- 

league on the other side of the aisle asked relative to the cost estimate 
of ^.'i billion, which is to a layman like myself astounding. I do not 
think that most Americans, 99.44 percent of them, have any compre- 
hension of the magnitude of the problem that Ave are addressing our- 
selves to or the cost to the American people. You say in your testimony, 
Mr. Funk, that you will not elaborate upon the study as it has appeared 
in the Congressional Record, but I wonder if just for our records you 
could indicate briefly how you or the people that did this study on the 
cost of epilepsy to the Nation computed the figure of $4.3 billion. 

For example, aid to families with dependent children. It is amazing 
to me that in the ADC program $53 million can be traced to epilepsy. 
I wonder liow you came up with that or with the $4.3 billion figure. 

Mr. FUNK. How we arrived at the $.'>3 million figure is something 
I am not competent to answer today, but 1 would be happy to get you 
that answer from the complete study. 

Air. HUDNUT. With the chairman's permission would it be all right 
to re([uest documentation of how they arrived at these various dill'er- 
ent figures and computed them and submit it for the records. 

Mr. KYKOS. It is so ordered without objection. 
[The following infoi-mation was received for the record:] 

Tlie $5.H million figure as a result of epilepsy as it relates to the A.D.C. program 
was derived in the manner shown on pages 11 and 12 of the "Cost of the Epi- 
lepsies" report and Is attached. 

AID TO FAMILIES WITH DEPENUEKT CHILDBEN 

AFEK3 serves families with children who are deprived of parental care and 
support. For example, one of the parents may be absent or incapal)le of support- 
ing the children due to some disability. In eases where the father is at home 
and is disabled, epilepsy is the main disability in 5% of the cases. Xational data 
are not available on the prevalence of epilepsy among mothers and children in 
the AFDC program.^ 

According to the 1971 HEW survey, fathers were present in 472,000 homes 
receiving this type of aid (or 18.7% of the total family cases).^ We can, there- 
fore, project that approximately 23,645 families receiving aid to families with 
dependent children have fathers wuth epilepsy. As of June, 1972, the average 
per-family pa.vraent was $187.40 monthly.' It follows that persons afflicted by 
epilepsy would claim $4,431,073 of the monthly $556,063,000 expended to recipients 
in this program. On this basis the annual cost attributed to epilepsy among fami- 
lies with fathers in the home is $53,182,876. This estimate is based upon only 
18.7% of the recipient families and, as such, is a minimum projection of the cost 
of epilepsy to the total AFDC program. 

BUMMART 

Percent of AFDC fathers with epilepsy  5 
Number of AFDC families with epileptic fathers  23,645 
Average monthly grant  $187. 40 
Estimated cost to AFDC  $53,172, 876. 00 

1 Winston and Chillman. 
^Findings of the 1971 AFDC Study. Part I: Demographic and Program Characterietica, 

U.S. Dcpartnipnt of Hcnlth. Education, and Welfare (Washington, 1971). 
" Public Assistance Statistics, June ISIS. 
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Sir. HtTDNTrr. Thank you very much. One other question. 
air. Funk, you estimate in your testimony that the cost for this Com- 

mission would be soinewliere between $200,000 and $300,000. It is a 
nine-member Commission. They will have a lot of work to do, but that 
does strike me as a little hijrjh. Is there any background you could give 
us regarding how yoii arrived at that estimate ? 

Mr. FUNK. I have a very rougli budget that I would be glad to 
submit for the record, because I have it heie today. Tiie cost actually 
would depend on tlie manner in which the Commission elected to go 
about its activities and to a considerable extent the amount of informa- 
tion available to it from other organizations which was acceptable to 
it as to its completeness. 

So the figure in my testimony is very much an estimate and I think 
the real answer perhaps would come from the Commission itself. 

Mr. HunxuT. Again, Mr. Cliairman, if you would be willing to let 
him submit this for the record in answer to my ([uestion, I would 
appreciate it. as to how he estimates the cost of the Commission as be- 
tween $200,000 and $300,000. 

Mr. KTROS. It is so ordered. 
[See "Aid to Families With Dependent Children," p. 60. this 

hearing.] 
Mr. HxTOXFT. One general question, if you forgive a personal refer- 

ence. I have a brother—who incidentally. Mrs. Grass, went to Prince- 
ton as I did. He had an automobile accident when he was just 1 year 
old. A car ran over him and fractured his skull. 

When he was 35, he was attending a cluuch service in Colorado and 
just for no apparent reason flipped out and went down on the floor 
in the pew in front of him and began writhing around. AVitliin a very 
short period of time it was all over, and never recuired, but this dram- 
atized for our family the kind of incipient epileptic problem that 
you have described. Of course, it was an embarrassment to him. and I 
am wondering if you could just briefly expatiate (m tlie embarrassment 
or the social stigma that the American people still associate with this 
disease. 

It is not a national disgrace that a person has a di.sease of epileptic 
nature, but it is a national disgrace that people think it is a disgrace 
to have the disease. I wonder if any one of the panel could briefly 
address himself or herself to the jiroblem of the social stigma involved 
with this and how perhaps a national plan might cope with that. 

Mr. FTTNK. What you say is very true. I believe tliat later twlay 
some of the people wlio personally have the problem will probably 
be more revealing and their t<>stimony will be more meaningful than 
mine. But in a classioom the reaction of a teacher, the reaction of class- 
mates, has a very real bearing on how the child is accepted, as to how 
its attitudes are formed and how its approach to life is formed. 

I would say this. Even some of our national directors, many of 
whom are people of prominence in the Xation. many of them who have 
worked with iis for years have only recently at long last and very 
carefully told us that they have epilepsy. And that fear speaks for 
itself. I know of one man, a vic« president in a bank who decided the 
time had come to speak out. 

He felt that if we are going to do away with stigma and discrimina- 
tion, we will do so only when individuals stand forth. But he learned 

41-522—74 5 
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in a very painful way that the time has not yet come. That experience 
has been painful to him in the company that employs him because 
they have doubts and they do not realize that these doubts are ground- 
less, that the man is incapacitated for a few minutes every several 
months only. 

There are questions as to "what is wrong with him, why does he 
act like that, what is this all about?" So whether it is gettmg a job, 
whether it is holding a job, whether it is the reaction of friends and 
the community, stigma is very real. 

Dr. DALY. May I supplement that remark ? 
For 314 years I operated a minicomprehensive care program in 

Phoenix in part of the Barron Neurologic Institute. We had a pro- 
gram involving the entire school system in Phoenix. We found that 
most often the stigma related to lack of understanding. Teachers were 
fearful that something would happen to a child who had a seizure in 
class. Some of them feared the child might die. 

We found that if we could provide rational medical and physio- 
logical explanations to the teachers, the problems in the classrooms 
subsided. When we could talk to the other students and explain to them 
the nature of this illness, the problem subsided. When we could talk 
to the parents of children wlio had major misapprehensions and were 
fearful to have their own children play with children who had sei- 
zures, tlic problem subsided. 

So these are not insurmountable problems, but they take a deter- 
mined cfl'ort and a plan. We cannot find a simple solution in a medical 
setting. We need more than that for a comprehensive care program. 

Mrs. GRASS. May I also respond to Mr. Hudnut?. I have an inter- 
national view which may be helpful to you. 

In Nigeria, for example, epilepsy is considered contagious. It is 
considered as emanating from evil spirits who take possession of a 
person and need to be exorcised by a medicine man. Fortunately we 
are a bit advanced beyond that, but not appreciably because I think 
some of these basic fears which have come up over the ages persist. 

We gloss them over in a sophistication, but tliey still persist. As a 
public speaker for epilepsy here and there I often see women in the 
audience with their hands over their mouths whispering to the person 
next to them. "Wliy do you think she is talking for epilepsy ? She must 
have it or one of her sons must." 

Neither is the case. I was one of these children who had ferbile 
convulsions and who never got anything else. But the fact that one 
associates with the cause and therefore is labeled is one of the problems 
of epilepsy and I would like to say in advance that the courage of our 
consumer panel who will appear before you later this afternoon is 
extraordinary. 

Mr. KYROS. Let me ask you a question. The Commission on Multiple 
Sclerosis that you worked on, has it published a report? 

Mrs. GRASS. Yes, sir; it is a two volume report. 
Mr. KTROS. Did yo\i find that commission form, which worked 

throughout the year, instead of a conference, which had been sug- 
gested for a 1-week study of epilepsy, which is the administration's 
viewpoint, costing about $50,000—do you think that the commission 
form was better ? 
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Mrs. GRABS. The commission structure was a small group like an 
executive committee which included among other people three medi- 
cal school deans of prominence. I believe the attendance—although 
•we met one a month—was nearly 100 percent. It has enormous in- 
terest in this problem. 

Mr. KYROS. DO you know the cost of that commission ? That is not 
normally within your province, but do you have any idea? 

Mrs. GRASS. No, sir; I had nothing to do with the accounting for 
expenses. 

Mr. KYROS. I believe it was about $200,000. 
I thank this distinguislied panel for extremely enlightening and 

moving statements. 
Our next panel is a consumer panel of people who are directly af- 

fected by epilepsy. I think it is a service to us that these people have 
come here as citizens to testify and to indicate the kinds of problems 
that occur. 

We are pleased to have with us a close personal friend of my 
daughter, a lovely young lady, Miss Martha Mittendorf, from Alex- 
andria, Va.; also Mrs. Cathy Root, Miami Lakes, Fla. Mr. Cal Wil- 
liams, Culver City, Calif, and Mre. Allison Logan Belcher, Portland, 
Oreg. 

ilartha, we are pleased to have you here at the committee. I imder- 
stand you have a statement. 

STATEMENTS OF CONSUMER PANEL: 

MISS MARTHA MITTENDORF, ALEXANDRIA, VA.; 
MRS. CATHY ROOT, MIAMI LAKES, FLA.; 
CAL WILLIAMS, CULVER CITY, CALIF.; AND 
MRS. ALLISON LOGAN BELCHER, PORTLAND, OREG. 

Miss MiTTENDORT. Mr. Chairman, I sincerely appreciate having this 
opportunity to appear before you to discuss a matter of great pei-sona! 
concern to me, and to support this subcommittee's bill to provide for the 
formation of a commission to study epilepsy and suggest legislative 
actions to close the misinformation gap surrounding this affliction. 

Mr. Chairman, there is a need for Federal assistance hi this area, 
and I undei-stand tliat the precedent has already been establislied by 
Congress, most recently by enacting similar legislation pertaining to 
multiple sclerosis. I also feel, Mr. Chairman, that there is a definite 
need for a central clearinghouse concerning epilepsj', which the com- 
mission certainly would be in the sense that following their report to 
Congress, much more information would be available to tlie Members 
of the legislative branch than is now the case concerning tlie physical 
and mental aspects of this disability. 

I would like to cite for you some of the problems which most con- 
cern me, and I am hopeful tiiat my doing so will help in your considera- 
tion of the proposal before jou. 

I am 17 years old, and I liave been an epileptic for 11 years. Even 
though I have personally experienced epileptic seizures, both petit mal 
and grand mal, I do not know the specific causes or cures for this 
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affliction. I do not know if anyone knows all the causes and cures, but 
I certainly think it is necessary to find out more about this disability. 

In years past, especially in grade school, my classmates labeled me 
as an outcast, not because I enjoyed my schoolwork, or because I like 
to play too much, but because I would have seizures during school. 
My seizures were different from what my fellow students had ever 
seen or known, and therefore, beyond their understanding. Perhaps 
they were frightened by what they saw. In any case, my seizures con- 
tinued, and I was constantly mocked. 

I point this out, gentlemen, because during the early years of my 
development, the impact of my fellow students' opinions of me was 
much greater than it is now. A classmate can be cruel, but the cruelty 
of a whole cla.ss can be almost unljearable. With no one to turn to, a 
person tends to turn inward. And a person only regarding oneself is 
not a very productive member of society. But I really believe that had 
my classmates known more about my allliction, they would have treated 
nie as an equal. 

Despite all this, I consider myself lucky. For I have been blessed 
with a family having not only the means, but also the understanding 
to lielp me deal witli my problem, to realize that it doesn't have to lie 
a permanent barrier to lending a full and happy life. But I know that 
other children are not s^o lucky. I have had access to the best medical 
treatment available, but I wonder what happens to the hundreds and 
thousands of children whose parents either don't understand their 
problems or don't have the financial resources to give them the kind of 
advantages I have had. This is something, Mr. Chairman, that I know 
you and the members of the subcommittee will want to think about, 
and this is one of the reasons I feel a National Conunission on Epilepsy 
could be so helpful. 

I have told you, gentlemen, a little bit about my own personal diffi- 
culties for a reason. I believe that, with sufficient information about 
epilepsy, perhaps through a media campaign directed at young people, 
most of the misinformation about epilepsy would be dispelled. I hope 
that this will be one of the findings of the Commission established in 
Mr. Kyros' bill. For, if the things I have talked about come true. I 
believe many people now suppressed and hidden will prove excellent 
and very productive members of society. 

Thank you. 
Mr. KTROS. Thank you. 
I would like to add here that Martha's dad is Secretarj' of the Navy 

in this country. So, we are very pleased to have your testimony here, 
and we will continue as a panel before we do any questioning. 

Our next witness is Mrs. Cathy Root. 

STATEMENT OF MRS. CATHY ROOT 

Mrs. ROOT. Fii-st of all, I would like to point out, extemporaneously, 
it is nice to know that the Health, Education, and Welfare Depart- 
ment has so much money—but my husband and I have not benefited 
from any social agency whatsoever, and we have had nothing but a 
financial struggle since we discovered our child had epilepsy. 

Now, I am prepared to give my testimony. My daughter, age 9, has 
epilepsy. She has had grand mal convulsions since she was 21 months 
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of age. When we were told she had epilepsy, we were relieved. We had 
no idea of the future which was ahead of us, especially in dealing with 
society's total rejection and lack of knowledge about epilepsy. \\ e had 
no idea of the overwhelming cost head of us. 

The medical costs for a child who has epilepsy are staggering at 
times. Not until recently were we able to get hospitalization insurance 
for our child, so our savings are totally exhausted from many hos- 
pitalizations. A child with epilepsy, such as our daughter, does not 
get a simple cold—she gets a fever and convulsions with her runny 
nose, and this necessitates either emergency treatment or some kind 
of hospitalization. Our daughter almost died from a case of chicken 
po.x and again during a simple tonsilectomy. Needless to say, the hos- 
pital costs with no insurance were tremendous. Today, as a parent of 
a child with epilepsj^ I fully realize the extent of the overwhelming 
financial cost involved. 

Not only do you have medical costs, but you have side effects from 
3'our medication, which requires special, other medical costs not in- 
volved with the epilepsy. 

Our major problem today is our daughter's reaction to peer pressure 
and her intense dislike for school. Our child goes into fourth grade 
this year. Since first grade, she has shown signs of intense dislike of 
school and discomfort in peer pressure. After my conference with 
teachers and school psychologists, it was decided that we should wait 
and see what would happen—time would tell. Eventually, she was 
given IQ and psychological testing, within the public school system, 
and we were advised that she had a learning disability in math. W® 
were assured we should not be conceincd about this, as she did well in 
reading. For 2 years, she brought home average report cards and 
school for her was a nightmare. 

Finally, in one visit to the child psychiatrist, we discovered she had 
a severe learning disability, and for the 3 years she had been in school, 
she was unable to comprehend or understand anything that she had 
tried so desperately to learn. If there had been funds available 3 years 
ago or if the testing services available within the school system had 
been more adequate, our child would be functioning normally in school 
today. Her psychiatrist informed us that had she waited 1 more year, 
she would no longer be able to perform in school at all. Hen> self- 
esteem would have been critically damaged and remained so for the 
rest of her life, compounded by the fact of her epilepsy. 

There are programs and moneys available for mental retardation, 
cancer, heart, and other ailments, but the person with epilepsy' has no 
place to go—many cannot even get on welfare. How many adults with 
epilepsy today are uneducated and untrained for any type of life be- 
cause they may have had a learning disorder which prevented them 
from obtaining a proper education, to which they have a right under 
the law. How many of today's children who have epilepsy, will be 
tomorrow's school dropouts as my child would have been ? T ask that 
you at least give the children with epilepsy a chance for tomorrow. 

Our child is a beautiful child—both within and without—my 
husband and I have sought, to the best of our capabilities, to preserve 
and enhance that beauty. We realize that we were fortunate to discover 
our daughter s problem, even at this late date. It may be'of interest to 
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note that i-emedial educators refuse to take children who are older than 
8 years of age. Now, we will receive supportive remedial education, 
^vliich will be a long and costly process. 

My point is simply this; it is not just a question of diagnosis, it is 
a question of quality diagnosis. How many children are in this country 
who have been improperly diagnosed both educationally and neuro- 
logically because their parents lack the money? How many children 
are there with seizure problems that could be properly treated and con- 
trolled if there were financial resources available for their parents? 
Children with epilepsy do not need services, they need quality services, 
a quality service which parents can rarely afford to give them. 

I have personally talked to and visited with well over 100 persons 
who have epilepsy. Although most of them have good seizure control, 
thev were totally uneducated and untrained to lead a normal life in a 
society which has rejected them since they were childen. After tallring 
witli so many persons and realizing that most of them had the same 
problems, no education and no training, I thought that somehow their 
parents had failed them. Now I realize that their parents did not fail 
them—they did the best they could with no financial assistance any- 
where. I realize now that if financial assistance had been available to 
those parents, the children, who are now adults, would be living a 
normal life with feelings of pride and self-confidence. 

I no longer tell anyone that our daughter has epilepsy. I hope to 
safeguard her from the stigma of epilepsy. Many people, I am sure, 
feel that epilepsy is an accepted condition nowadays—but this is not 
so. Children are prevented oy their parents from playing with my 
child, becau.se she has fits; adults don't want her around, it makes them 
nervous, and I, myself am not acceptable to be a scout leader because 
my daughter has epilepsy. The list of discriminations and rejections is 
lengthy. 

I know I have to continue my efforts on my child's behalf, as must 
all parents of children with epilepsy, no matter what the cost of our 
efforts may be: I will do the best I can. But I need your help. We need 
your help so that my child and others like her will have a chance that 
many adults, with epilepsy today, never had, namely, the opportunity 
•of receiving quality diagnosis and treatment that will allow them 
normal living. 

Mr. KYROS. Thank you for a verj^ moving statement. I certainly 
appreciate the fact that you came all"the way from Florida to give us 
this statement, and it certainly answers a lot of questions about the 
question of social stigma, which is so difficult to talk about. We 
appreciate it. 

Now, Mr. Williams, welcome to the committee, and will you please 
give us your statement ? 

STATEMENT OF CAL WILLIAMS 

Mr. WrrxiAMS. Thank you. 
I would like, if I could, Mr. Chairman and members of the commit- 

tee, to depart a little from my statement. But I would like to give a 
special thanks to you. Congressman Kyros, for the letter dated 
July 29. I thoiight it was one of the most insightful letters I have ever 
seen in terms of the problems confronting the epileptic. 
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I would like to address myself more from the job that I have than 
the circumstances of my seizures, because my job is dealing with other 
people's seizures. 

I am now the manager of EPIHAB, a rehabilitation program for 
epileptics. This program became necessary when other workshops and 
otlier programs did not present opportunities to the people who had 
epilepsy to go through tlie work evaluation and work training. The 
Department of Vocational Rehabilitation, whenever they get an 
epileptic in their program, their first thing is to call EPIHAB, and we 
used to do evaluations for the Department of Vocational Rehabilita- 
tion, but we wanted them to send us the epileptics because we felt they 
were tiie ones who weie grossly discriminated against and tliere were 
no services available for them. 

Mr. KTROS. This is the Department of Vocational Rehibilitation of 
the State of California ? 

^Ir. WnxiAMS. I get calls from all over the United States from other 
Departments of Vocational Rehabilitation Councils as to what shall 
we do with tliis person. 

The reason they gave for not wishing to accept the epileptic is a vo- 
cational counselor is measured in this performance in terms of how 
many successful closures he is able to get. They felt that an epileptic 
would not be anymore placeable after training than he was prior to 
tiaining, and so, there was a greater inclination to use our shop for 
other disabilities rather than for the epileptic. 

I have appeared at many institutes to tell about our program 
EPIHAB. In our program, we have people working in electronics. We 
have epileptics working on lathes, milling machines, radial saws, all of 
the equipment that is almost an anathema, when you think of the 
word "epilepsy." 

I wanted to bring this up because I am a little disappointed in the 
moneys and the efforts that are being spent by the Department of 
Vocational Rehabilitation and also Health, Education and Welfare— 
and, incidentally, this book tliat they have here—it is one of the few 
books they have—and each one of the people in there ai-e people that 
I trained. I placed one of them in there as dead, but this shows our 
workshop—and when we try to get funding for our workshop as a 
single disability workshop for epileptics, they would not grant it, 
because they said they had to give tlie services to other disabilities even 
though other workshops could reject an epileptic as not being feasible 
for their program. So, we had to discontinue subsidy, the evaluations 
we were getting from the Department of Vocational Rehabilitation, 
because we wanted to work with the epileptics. 

But getting back to the problem I want to stress. I think they are 
doing a very poor job because many of the people that are incfuded 
in the epileptic problem are people who are trainable and placeable. 
There is nothing necessary to do except to educate the public. 

I am disappointed at the medical profession. Though they have gone 
through all of these years of developing drugs and controls, people 
have the same fears and apprehensions of epilepsy today that they 
had many years ago, and this is not right. It is not justified with tho 
information available. 

An epileptic, whether he has two seizures a year or two a month or 
two a day, he is an epileptic and he is given the same carte blanche 
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treatment, which means we compound our problem of trying to find 
an overall solution where the answers will not be the same for each 
person. 

Until such time as we undertake to try to tell the American people— 
I think I had in my statement that in Los Angeles they were discuss- 
ing whether or not we should have a bare beach—this is something 
we can talk about. Twenty years ago we could not have dared to talk 
about that. But still, epilepsy is sometliing that must be whispered. 

I never felt such degradation—I used to have three and four sei- 
zures a day, maybe 2 or 3 days a week, and I never felt such degra- 
dation, such patronizing, as though I were some raving, mad idiot, 
I was incapable of makmg decisions for myself, and this multip'lied 
the seizures. I was totally depressed. 

I think if there is a commission, there ought to be an effort to try 
to stabilize the categories of tlie seizures in this sense, that there 
are some people wlio do have medical remissions, and efforts should 
be made to try to codify an acceptal)le degree of control for place- 
ment. Efl'orts should be made to codify an acceptable degree of lack 
of control to receive public benefits. Efforts should be made then to 
try to get the solution for those people who cannot benefit who do not 
have seizure control. 

This is the thing that EPIHAB is tr^'ing to do. We have placed 
over 1,500 people in various positions. We are a nonsubsidized pro- 
fram. I had to borrow $4,000 to make my payroll before I came here, 

ut we arc a nonsubsidized program and we are placing people, but 
it is on a 1-to-l basis. 

We do not have the resources for this massive placement that is 
necessary. How we place people—we go into the company, we explain 
to them what the seizure phenomena is. We explain to them what 
they must expect, what they should do if a seizure should'occur; and 
we find once they have some understanding of the seizure, the seizure 
is then acceptable and tolerable. 

[Mr. Williams' prepared statement follows :1 

STATEMENT OF CAI, WILLIAMS, CULVER CITT, CALIF. 

Mr. Chairman and Members of the Committee, I wish to thank each of you 
for your kindness in giving me the opportunity to appear before this Committee. 

I woTild lilfe to give special thanlcs to Congressman Kyros for his letter 
dated July 29, 1974 address to his colleagues. It stated the problems facing 
the epileptic well and I pray for your success In the enactment of H.R. 13405. 

I am an epiletpic. I have grand mal seizures. It is post traumatic epilepsy 
as a result of head injury sustained in World War II. The injury was sus- 
tained in 1944; however, it was not diagnosed as epilepsy until March 1948. 
Prior to the diagnosis of epilepsy the doctors called them blackouts and I was 
having them at the rate of 3 or 4 per week. I was in Letterman General Hospital 
being treated for another Injury approximately six months before I was diag- 
nosed as an epileptic. I was allowed to participate in any activity I desired— 
swimming, gym, field trips and everything else. But the day I appeared at 
staffing and I was officially declared an epileptic as if by magic every activity 
off the ward was curtailed unless someone signed me out and accompanied 
me. I wasn't allowed to go on passes, I couldn't go to the gym, suddenly I 
was treated as if I were incapable of making the same judgments I had made 
when my seizures were called blackouts. 

When I questioned the doctor about these restrictions and reminded him 
that I wasn't having any more seizures than I was having blackouts and he 
did not object to my activities then, why now? The doctor stated that I was 
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lucky; and besides, according to regulation I could not take part in tlie activities 
that were restricted. 

Tlie question then as now is this: are we treating the word "epilepsy" or 
the symptoms? 

Js every person afflicted with epilepsy incapable of exercising sound judg- 
ment? Of course, we known this is not true! 

At that time I knew absolutely nothing about epilepsy. I did vaguely recall 
a boy In my hometown that hud epilepsy. They called it fits. I was told that 
I shouldn't brother him because of his fits. I remember some of the things 
.said about him and now I had fits. I was confused, bitter and depressed. I 
wondered why I couldn't lose a leg, or arm, eye, anything but not these fits. 
God knows how I prayed that I could just die. If someone would have said 
anything to give me hope. But more and more I felt the world closing in on me. 
I think for certain I had an epileptic personality. 

That was 28 years ago. Before man ever pierced outer space, when an alco- 
holic was just a plain drunk. There was no wall in Berlin or topless or bottom- 
less dancers. These things touch our very roots and have changed our attitudes. 

Or at least we can accei>t them. But the epileptic today faces the same 
rejection he faced 28 years ago. 

It is not just from the general public, but government agencies. The Depart- 
ment of Vocational Rehnbilitation is reluctant to accept an epileptic on their 
caseload and only tliose who persist will be accepted. 

The employers are reluctant to hire epileptics. Landlords are reluctant to 
rent to epileptics. What a dilemma ! We can't get public assistance because 
we don't qualify. We can't get medicine, so we have more seizures. If the 
general public and employers haven't learned any more about epilepsy than 
I knew 28 years ago when I first became an epileptic, is it realistic to expect 
their attitude to change? If we cannot inform, then we really will never see 
real change. 

The epileptic, each in this own way, will suffer his personal hell. We must 
change, we must inform, we should do it now ! 

Mr. KYROS. Tliank you \'ery much, Mr. Williams. It is again a very 
informative and helpful statement to the committee. 

Mrs. Belcher, from Poi'tland, Oreg. 
^frs. RELCiiEa I am going to give some extemporaneous remarks. 
Mr. KYROS. We will make all your statement a part of the record 

[see p. 72]. 

STATEMENT OF MKS. ALLISON L. BELCHER 

Mrs. BELCHER. I am Allison L. Belcher of Portland, Oreg. My son, 
David, now age 5, has had epilepsy since age 4 months. The diagnosis 
was established by the Clinic for Neurologically Impaired Children at 
Good Samaritan Hospital in Portland, a multidisciplinary diagnostic, 
evaluation, and educational facility that is unique in the United States. 

I am speaking on behalf of David, my son, for he cannot speak and 
he probably will never te able to, but he is a person and I think he has 
rights and ho has needs. 

There is a definite message for those epileptics who will not Ix; able 
to function for themselves. We in Portland are extremely lucky be- 
cau.se we have the Clinic for Neurologically Impaired Children. When 
I listened to Mrs. Root, I realized how fortunate I have been, and I 
would like to see that all people in this country are as fortunate as we 
ai-e in Portland. 

This clinic was begim in 1963, and it was funded at that time by 
PIEW along with several other clinics, but the Portland Clinic is the 
only survivor. 
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The Clinic for Neurologically Impaired Children realized that a 
child with epilepsy has many problems. First, frequent seizures dis- 
rupt the mental processes, and in severe cases like my son David's, the 
result is severe intellectual deterioration. Also, seizures can disrupt the 
necessary learning process. Attention span is short, especially in the 
young child. This can be due to the drugs, or in the other cases it is 
independent of the drugs. 

Thei"e is often marked anxiety on the part of the epileptic child. I 
cannot talk about the adult, but I can talk about the child and his 
family, and I would like to mention here particularly siblings. My 
son's sisters find it difficult to explain this. They have anxieties. David 
is not capable of knowing his anxieties, but my other children are. 

Mr. KYROS. David, your 5-year-old, what symptoms does he have at 
the age of 5 ? 

Mrs. BELCHER. At 4 months he began his grand mal seizures, and 
he has had as many as 12 a day. He also had cerebral palsy and is men- 
tally retarded on the level of about an 18-month-old. 

For his seizures he is on medication. He has a superb doctor who 
heads the clinic. Dr. James Schimschock. We have been fortunate in 
Oregon. But he cannot speak for himself and won't be able to, so that 
is why I have to do it for him. 

In most places, not so much in Portland, most communities do not 
have an effective program for people with epilepsy. Teachers, social 
workers, and even some doctors are not informed about the potential 
needs of epileptic children and adults, and I really feel that the child 
and the family needs an advocate. 

That is why the clinic is so important to me in Portland. They are 
able to find out the diagnosis of the child and exactly what can be 
done. They have informed the community. They deal with the family 
problems, which are multitude. They help put the child back in the 
mainstream of society or have him enter the mainstream; and for my 
child who is chronically and severely handicapped, they have given me 
faith and courage to continue, and I cannot overemphasize this. I think 
we all need supjiort, and this clinic and the doctors and the dedicated 
people there have helped. 

The Clinic for Neurologically Impaired Children is an interdiscipli- 
nary team. In the clinic there is a pediatric neurologist, a child psy- 
chologist, preschool teachei-s, an elementary school teacher, physical 
therapists, and social workers. This whole group of people gather to- 
gether to evaluate and then work with the children. 

This clinic originally was funded by HEW, but now it is funded not 
only publicly but privately. Developmental Disabilities in Oregon is 
one of the funding sources. Our own county, Multnomah County Men- 
tal Health Department, and Portland public schools give money to it. 
Privately, Good Samaritan Hospital gives financial aid, as well as just 
people like me. 

Besides the diagnosis, evaluation, and education of the child, they 
have something which to me is a vital part of the program, and that 
is parent training and help. All of us have had this nightmare of not 
knowing where to turn. 

I remember the worst blow I had when I found otit at 4 months that 
my child was going to be epileptic was that he would never play foot- 
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ball. It was at that time the most traumatic thing that ever happened 
to me because I happened to be a former physical education teacher, 
and for my son not to be able to play football was frightful. That is 
minor now. 

But this group, doctors and teachers, care about my son. They really 
care about him. They work with me. They know the names of my other 
children, and they are happy to see them and they give them sup- 
poi-tivo help, too. That is wliat I cannot overemphasize. 

Every community in this Nation, every community should have 
something like this clinic where people with neurological impairments 
can come and get correct diagnosis and evaluation and the help they 
need. 

Mr. KYKOS. Mrs. Belcher, I hesitate to stop your statement. It is a 
very fine statement of great interest. But that was a second call of the 
House, and we must go and answer because there are only several 
minutes left. 

"We have not finished asking all the questions of this panel, although 
your statements were all complete and full. If any of you would wish 
to return at 2 o'clock when the committee will reconvene, since it will 
recess at this time, we will be glad to ask you more questions. 

As far as I am concerned, I want to thank you. I think it is a great 
public service that persons like yourselves, intimately concerned with 
this, should come forward and speak of your own personal e.xperiences 
despite, as you said, some overriding social problems that this disease 
has. 

Mr. HuDxcT. I would like to second what you said and associate my-^ 
self with your remarks. 

Mr. KTROS. We are sorry to interrupt, but we have 7 minutes left. We- 
do appreciate the consumer testimony we have had. It is wonderful of 
you to come, and I have been moved by what all of you have said and 
I hope we can do something constructive to help solve the problem you 
are addressing. 

The committee will recess until 2 o'clock. 
[Whereupon, at 12:30 p.m. the subcommittee recessed, to reconvene 

at 2 p.m., the same day.] 
AFTER  RECESS 

[The subcommittee reconvened at 2 p.m., Hon. Peter N. Kvros, 
presiding.] 

Mr. KYROS. The subcommittee will come to order. 
To return to the panel, I would like to ask Mrs. Belcher to continue 

her testimony. 
Mrs. BELCHER. Do you want me to go on ? 
Well, I was saying that I feel that I am very fortunate in Portland 

having the clinic for neurologically impaired cliildren. It works with 
preschoolers and mainly elementary schoolchildren, but even in Port- 
land there are tremendously unmet needs and I think this House bill 
would take this into consideration; the fact there are very few voca- 
tional training programs; residential treatments are not available in 
many parts of the country. 

Respite care is not possible for many families. They do need the 
opportunity for a break. I feel sincerely in order for this whole pro- 
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gram, for all the children in the countrj- and all the adult population 
Uiat we must have a concerted effort nationally, so we can really work 
to conquer this problem which has faced us for many years. 

That is all I want to say and I want to thank you very much. I 
appreciate this opportunity. 

[Testimony resumes on p. 77.] 
[Mrs. Belcher's prepared statement follows:] 

STATEMENT OF MRS. ALLISON L. BEI.OHER, PORTLAND, OREQ. 

Mr. Congressman, I am Allison L. Belcher of Portland, Oregon. My son, David, 
now age five, has had epilepsy .since age four nionth.s. The diagnosis was estab- 
lished by the Clinic for .Neurological Impaired Children at Good Samaritan 
Hospital in Portland, a multidi-sciplimxry diagnostic, evaluation, ami educatiomil 
tacillty that is unique in the United States. As a parent and "consumer repre- 
sentative," I have prepared these remarks which outline the great needs of 
David and tlie thousands of other intractable epileptics, and document the role 
of the multidisciplinary clinic approach to them. The thrust of your legislation 
could ultimately make facilities of this kind available nationwide. 

The Good Samaritan Clinic for Neurologically Impaired Children was estab- 
lished in lt)63 as one of several such clinic funded by grants from the Department 
of Ilciilth, Education, and Welfare. It is the only survivor. The Clinic was to 
serve children with epilepsy as well children with learning and behavior prob- 
lems. Epilepsy is one of the more common childhood problems. It has been the 
observation of clinicians over tlie years that many ciiildren with childhood 
epilepsy have associated learning and behavior problems. 

These problems of the child with epilep.sy can arise from several sources. 
Frecpient seizures can disrupt mental processes and in some cases result in 
severe ihtellectual deterioration. In those cases where "sul)clinical" seizures are 
occurring, unpredictable, undetected epi.sodes of inattention or so called "silent 
seizures" can disrui)t the necessary learning )>rocesses which are so important 
during childhood. It has been further observed that many children with seizures, 
particularly younger children, are extremely distractable and exhibit very short 
attention spans. Although in some cases the short attention span may be related 
to medicati<ms, this finding has I)een observed independent of drug adminis- 
tration. Chronic high doses of anticonvulsants do often contribute to poor school 
and life experiences of children with epilepsy. The lethargy and poor coordi- 
nation associated with the chronic u.se of anticonvulsants is well known. Although 
methods for detection of blood levels of anticonvulsants are now available, the 
clinical application of these techniques are only now being explored. 

In addition, children with seizures, particularly uncontrolled seizures, often 
develop marked anxiety. This is often dealt with ineffectively by the parents, 
who have not resolved their own feelings about their child's illness. Frequently, 
the child's questions go unanswered and the family is unable to deal effectively 
with the full emotional implication of the child's illness. 

The most effective medical management depends upon the cooperation between 
the parents and the community on one hand, and the treating physician on the 
other hand. Although close medical sui)ervision is now more effective with the 
advances in .serum drug analysis, and the few newer anticonvulsants which 
have come available, the information about the child's actual adjustment to 
his living circumstances and his successes or failures in the work of childhood 
(learning) does not reach the physician. In many instances, the social adjust- 
ment of the child with epilepsy presents a more serious challenge than the 
manipulation of anticonvulsants. 

With few exceptions, community re.sources do not provide effective programs 
for children with epilepsy. Few teachers are adequately informed about the 
potential needs of these children. The "epileptic child" is often treated as a 
potential "problem child," contributing in large part to the self fulfilling prophesy 
for failure for these children. Within the public service agencies, such as Welfare 
and Children's Services Division, there is a great need for further education 
of professionals about tlie needs of the child with epilepsy. 

The.se children and their parents need an advocate to permit successful com- 
munity integration of these children. Often, the family needs a counselor or 
"coach" to assist in tlie day to day behavior management problems. The behavior 
management problems of the child with ei)ilepsy are not unique. They are, in 



73 

most cases, the same problems experienced by other children. This fact, however, 
is not well known and muny families with <'pileptlc children do not develop 
effective strategies for sueoessful living, becau.se they arc overwhelmed by the 
cliild's illness. 

Against the background of these needs, the Clinic was established at Good 
Samaritan. The primary purpose of the Clinic was to survey the needs of the 
child with ejnlepsy and to provide information to the community, both schools 
and social services agencies, which would permit more effective management 
of these children. We learned tliat few community resources existed for tb.ese 
children, many of whom were placed in the Hompbound Education programs 
because of their uncontrolled seizures. Placement in the Homebound Education 
program provides the child with five hours of instruction per week, but further 
comiiounds the isolation and frustration of the child who is removed from his 
peer group. The anxiety of the family is markedly increased under the.se cir- 
cumstances. 

"Family" problems, which are vaguely recognized, are often too complex for 
the bu.sy treating physician to manage. Although school administrators and 
teachers wish to provide better service for these children, there is no effective 
program or strategy to maintain these children in the mainstream of education. 
The individual child with epilepsy has no special advocate. He has no place to 
demonstrate his ability to function effectively and prove his capability to learn 
to participate in the work of childbood. Finally, the .special iiroblems of a 
chronically handicapped child places a heavy burden on parents, who often 
search in vain for answers to their child's sjiecial problem and for strate.iries 
with which they can deal with the challenges that their child presents to them. 

Witii these observations, the Clinic began to reassess it's role as a diagnostic 
and evaluation center. In 1971, the Clinic altered it's program, so that each 
child is examined by a multidisciplinary team. The team members Include the 
following: a. child neurologist, b. child jisychlogist, c. preschool and elementary 
school teacher, d, social worker, e. other si)eci!Uists required for complete evalua- 
tion of llie child. These work-ups are conducted at the Clinic. At the completion 
of each work-up. a detailed staffing is held. The referring agency or phy.sician 
is invitetl to these stafflngs. Plans for the child'.s future are proposed with the 
feedliack from the referring agency, and a follow-up plan is defined. 

The Clinic established it's first educational classroom program for children 
with epilepsy in 1971, which began with one teacher in a classroom on the 
hospital campus. The goal was to determine the ultimate feasibility of returning 
these children to their own classrooms. The Clinic teacher served as an effective 
advocate for the child in his placement in a regular school environment, nie 
initial funding for tbis program came from several sources. Developmental 
Disabilities Services Administration provided part of the funds. Multnomah 
County Mental Health Department provided additional funds. Good Samaritan 
Hospital provided a place for the program, as well as administrative and morale 
support. Subsetiuently, considerable assistance was obtained from I'ortland Pul)- 
lic Sch(x>ls. 

In 1972, a second classroom was added, a "preschool" for children with 
epileiwy. In addition to the preschool, a parent education and training pro- 
gram was initiated, carefully planned and managed by three graduate .stu- 
dents In social work as the subject for their masters thesis practicum. It was 
apparent that the preschool program was serving a large, unmet need and that 
a second preschool would soon be necessary. So in 1973, a second preschool was 
added. Portland Public Schools provided the salary of the third teacher and 
supervisory support for the entire progr.im. There are nnw two preschool prf>- 
grams, the first of which deals with children from birth to age three. The sec- 
ond program deals with children age three to age six. The elementary school 
program deals with children age six to twelve. 

In 1974, the Clinic was significantly expanded. Ovej 200 children per yeir 
are being evaluated by the Clinic. The current pre-school enrollment is 28 stu- 
dents. A part-time physical therapist j)rovldes support to the preschool pro- 
gram. Social work and p.sychological services are also being provided for the 
preschool and elementary school programs. 

The elementary school program, which was begun as on on-caraptis class- 
room for children who had been previously in the Homebound Kdncation piHv 
gram, has significantly changed Us role. Funded in part, initially, by (he 
Homebound Education program In the State of Oregon, the role of the elemen- 
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tary school teacher has changed in the past year. The teacher now serves as the 
child's advocate. In many cases, the teacher works to maintain the child in 
his present regular classroom placement rather than assisting in the imple- 
mentation of a program for the child outside of his own school. This is an effec- 
tive means of increasing teacher awareness of the needs of the child with 
epilepsy within tlie child's actual school environment. The program has been 
very well received by tlie community and will undoubtedly be expanded in the 
coming year. It is anticipated that an on-campus classroom will be maintained 
at Good Samaritan Hospital in order to permit the development of EBG Telem- 
etry techniques and more Intense medical management in select cases. 

1074-75 will see the development of an expanded parent education and 
training program with the addition of a full-time psychologist, who will work 
primarily in developing effective behavior management strategies. He will also 
serve the child a.s a community advocate in order to prevent the social isolation 
and low self-esteem which has characterized the development of the child with 
epilepsy in the past. 

Currently, the program is funded, in part, by a grant from Social Rehabili- 
tation Services. The original expansion of the Clinic was made possible by a 
Developmental Disabilities grant during the first two years. With the Social 
Rehal)ilitation Services grant, the Clinic's commuity role is greatly expanded 
and the community interest in the Clinic has grown markedly. The Good Samari- 
tan Hospital and Medical Center has provided the Clinic's physical location 
without cost. The many "fringe benefits" of association with a large, progres- 
sive medical center are too numerous to list but should be duly recogmized. 
In 1073, the Women's Auxiliary of Good Samaritan Hospital raised $10,000 
for the Clinic with a "Pops Concert." Several very generous gifts and bequests 
have been obtained for the CUnic through the efforts oif Good Samaritan Hospital. 

With County funds and private donations, the Clinic is able to operate a slid- 
ing fee scale, making the Clinic accessible for all patients, regardless of the 
patient's capability. 

The utilization of public and private money in this program has allowed the 
Clinic to spend nearly all of its annual budget in patient service.?. Each of the 
Classroom teachers collect data on the progress of the children who are in 
the classroom. In a recent survey of the programs which were funded initially 
by Developmental Disabilities grants, Good Samaritan Hospital performance 
data collection, and accountability received very favorable mention. 

Currently, the educational program at the Clinic is supervised by Portland 
Public Schools. All of the teachers are at the masters level and are extraordi- 
narily well qualified for their positions. Although the Clinic has lieen funded 
to provide services for children with epilepsy, it is prepared to serve all ncuro- 
loglcally handicapped children. The .staff is well versed in the needs of the 
child with cerebral palsy and developmental retardation and other neurological 
problems. 

Much remains to be done. The Clinic is small. The numbers of children seen 
is small and a long waiting list is developing. It is apparent that other clinics 
are needed, not only In Portland, but thronchout the .state and the nntion. Tliere 
are many needs which have not yet been addressed. For instance, the foen-ager 
with epilepsy is a forgotten individual. These children have special needs related 
to their vocational training and ultimate .iob placement. It is not a coincidence 
that the major concern of these individuals with epilepsy as defined by the Epi- 
lepsy Foundation of America, is related to jobs. 

The emotional disturbed child with epilepsy in need of a group home or resi- 
dential trontment center is a largely unmet challenge. These residential treat- 
ment centers should bo in the child's community. Many of these children have 
severe problems, with which the families are unable to deal effectively. These 
children do not have advocates and unfortunately, the community tends to 
ignore the.=G children or to implement stop-gap measures for their "containment." 

The state and local agency personnel must be educated about the needs of 
the child and adult with epilepsy. We have found that personnel in these agen- 
cies, such as the Children's Services Division and Welfare Department, are 
paeer to learn more about the needs of those individunl.s. However, there is no 
rnnrorfpf} proffrnin to provide them with the information with which to make 
administrative and service decisions. 

The .special neefls of the child with epilepsy can and must he dealt with effeo- 
tlvely if these individuals are to reach adulthood successfully. Tliere are many 
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avenues of help for these children which are not being explored adequately. New 
ways must be found to remedy this situation. In working with Its population of 
children with epilepsy and related problems, the Clinic has barely touched the 
surface of a deeper underlying problem in terms of the large number of children 
who are not being served. In the ultimate development of the individual with 
ei'ilepsy, any limitation of that individual's vocational potential or dependence 
of that individual on public a.^sistance programs represents a significant finan- 
cial loss to the community. It is my feeling that such a program can demonstrate 
and does demonstrate an effective multidLsclplinary way to prevent this loss to 
the community. More importantly, the intangible "loss of self-esteem" and "lim- 
ited potential" represent the ultimate challenge. 

Thank you for the privilege of ai)pearing before you. The interest you have 
displayed in the cause of epilepsy is welcomed and I pray for your success in 
this endeavor. 

ClINIO  FOR  NEXJBOLOGICALLY   IMPAIRED  CHILDREN 

GOOD  SAMABITAJT   HOSPITAL AND   MEDICAL  CEKTEB 
Initiation 

The Clinic for Neurologically Impaired Children was initiated In 1963 by Dr. 
Robert S. Dow, currently head of the Department of Neurology at Good Samari- 
tan Hospital and Medical Center. At that time, the Clinic utilized a team of con- 
sultants and functioned only as a testing and diagnostic service to the com- 
munity. Dr. James R. Schimschock accepted leadership responsibilities for the 
Clinic in 1970. 

Dr. Schimschock, icith the support of the Portland Pnhlio SchooJti, initintrd 
the first therapeutio classroom in 1971 in the hope of providing academic inter- 
vention to the high number of school-age children with diagnosed severe seizure 
disorders. These students were receiving no more than fdur hours of academic 
instruction per week in the "Plomebound Program". By midyear the waiting 
list for placement into this "special classroom" was well established. 

In the Fall of 1972. Dr. Schimschock initiated the first preschool program, in 
the nation for neurologically impaired children. Tiie Jloiiday diagnosiic service 
continued and the School-Age Classroom remained in operation. 

The Clinic oi)eration was again revised in 1973 to niett an expres-i^d com- 
munity need. The waiting list for the therapeutic classrooms was long. As a 
result, another preschool classroom wat initiated to mrrt the needs of those 
children between the ages of Mrth and three years in 1973. 

Through continued support by Good Samaritan Hospital, Multnomah County 
Mental Health Division, Social Rehibilitation Services Aduiini.<itration. nml the 
Portland Public School District, the Clinio t» currently operatin{; a two phage 
program: 

(1) Mondays are reserved for the diagnostic team to evaluate over 200 chil- 
dren with suspected neurological impairments per year from all over the state 
of Oregon. 

(2) Tuesday through Friday the three therapeutic classrooms are in operation 
providing academic intervention to over 40 children per year with diagnosed 
neurological impairments. 

The Infant Stimulation Program sees children birth to three years. 
The Prr-whool Program sees children three to six years. 
The School-Age Program sees children six to twelve years. 

Purposes 
(1) Early accurate diagnosis of neurological impairments. 
(2) Maintain a team of consultants for diagnostic evaluations, to support 

the therapeutic classrooms, and to deal with family and patient problem areas. 
(3) Academic intervention as early as possible for neurologically impaired 

children through operation of three therapeutic classrooms. 
(4) Placement of patient and family into appropriate community resonrcea. 

Follow along service. 
Funding 

(1) From 19C3 to 1969 the Clinic had a variety of funding sources, none of 
which remained for over a one year period. 

(2) In 1969 the Clinic attempted to he self-supporting and failed due to the 
large percentage of indigent patients financially unable to pay for needed servicea 
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(3) In 1970 the State Mental Health Division funded the Clinic for $5,000 
toward a needed $30,000 budget. 

(a) State Developmental Disabilities Services Act funded the Clinic in 1971 
for $12,500. This grant allowed the Clinic to activate a diagnostic program with 
limited services. 

(b) Portland Pulilic School District provided the salary for the initiation of 
the School-Age Classroom in the Fall of 1!)71. 

In 1972, the State Development Disabilities Services Council granted $23,000 
to the Clinic. Tlii.s money allowed for expanison of diagnostic services and 

•helped to diminish the long waiting list of those patients to be seen in the diag- 
nostic clinic. 

The Social Rehabilitation Service Administration (Federal money) granted 
$39,665 to the Clinic in March of 1973. This funding was renewable for three 
years at level status. 

Srwial Rehabilitation Services Administration renewed Clinic grant in March 
of 1974 at the rate of $54,074 for expansion of Clinic operations in the area of 
consultant time. 

CURRENT CLINIC BUDGET 

Service: 
Project director .,  
Administrative coordinator  
Infant stimulation educator , 
School age educator  
Medical social worlier ^  
Clinical psychologists (2 psychologists, 25 percent each)  
Equipment  _.  
Supplies  
Travel  
Other  
Parent education—Child management program  

Total SRSA funding  
Additional funding; 

ItAultnomah County mental health division (coverage of indigent patients). 
Portland public school district (preschool educator s salary)  
Good Samaritan Hospital (inkind donation of facility and services) _. 

Total clinic functioning budget for 1974 -  

Time 
percentage Funding 

                  20 J6 400 
                 100 8,436 

. .                100 9 330 
                 100 9,S20 

.   .                 20 2 01& 
                  50 9,560 

500 
2,500 
1 000 
1 000 
3,512 

54 074 

5 500 
12 249 
7 000 

78,823 

CLINIC CHILDREN DIAGNOSED-CHILDREN PUCEO IN CLINIC CLASSROOMS 

Sept. 1, 
1970 to 

June 30, 
1971 

July], 
1971 to 

June 30, 
1972 

July], 
1972 to 

June 30, 
1973 

July 1. 
1973 to 

June 30. 
1974 

Statistics: 
Children evaluated in diagnostic clinic                    45                   110                  141 210 
Children placed in schoolage program.                    19                      7 11 
Children placed in preschool program....                    14 12 
Children placed in infant stimulation program  16 

Total children seen in diagnostic clinic from 
Sept. 1,1970 to present     506 

Total children placed in therapeutic classrooms 
from July 1,1971 to present  7S 

It is important to note two important facts from the Clinic statistical infor- 
mation covering the time period of 9-1-70 througli (5-30-74: 

<1) Those children seen in the diagnostic clinic and not accepted into one of 
the three therapeutic classrooms are always provided placement in another 
academic setting whicli best tits their particular needs. Follow-up and place- 
ment are a guaranteed Clinic service. 

(2) Tlie statistics indicate a Clinic growth pattern in relation to the funding 
level of the Clinic at that particular time. As funding increased—the amount 
of Clinic services provideil to the community also increased. 
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FUTURE PUNS.-CURRENT CLINIC CONSULTANT TIME 

lAmounts in percent! 

Presently Future 

Consultant- 
Project director  
Administrative coordinator  
Medical social worker._ _. 
Clinical psychologists (2 each)  
Parent education—child management.. 
Secretary.- _  

20 20 
100 100 
20 100 
25 50 

120 20 
>100 100 

> Donated time. 

(1) Present consultant time allows only 200 children to be seen per year. With 
a full time staff, over 400 patients could be evaluated with improved quality. 
This would double the current resources available to the community and diminish 
the two month baclilog time which is the present waiting time before a patient 
can be evaluated. 

(2) Family counseling, parent education, and the child management courses 
are presently volunteered l)y staff members. Each program is only twice iier year 
for 8 weeks. The need is overwhelming for these vital services and an intense, 
structured program yt'ir-round is required. This expansion calls for additional 
staff members. 

(3) Most importiintly, the diagnostic clinic is always bool<ed one to two mouths 
ahead due to vast community need. Additional staff time would eliminate this 
backlog of patients and allow for an even higher quality of service to the 
community. 

Mr. Ki'Bos. Thank you, Mrs. Belcher. 
Would you say one of the single great test needs then in any local 

community in handling tiiis problem would Ix^ to have a clinic like the 
one you described in Oregon { 

Mrs. BELCHER. Yes, tiie one in Portland is both publicly and 
privately funded. It is a great help to the child and the community. 
State legislators, members of our city council have attended tlie clinic 
and are aware of it and when our government officials became aware 
of a thing in the community, they are more apt to work for better 
programs. 

Mr. KYROS. Mr. Williams, what about Federal assistance in voca- 
tional rehabilitation for epileptics? Are tlicre any specific funds ear- 
marked? Should there be more help to States like youi-s and other 
States to develop programs? 

Mr. WiLM.\MS. The only way they will make funds available for us 
is that we have a multiple-handicapped workshop. Whenever we went 
to the multiplp-handicapped worksliop, the vocational counselors, 
because they found it easier to place tlie other disabilities, would refer 
otlier disabilities rather than the epileptic to our shop. 

We went to the vocational reliabilitation several times to try to get 
funding for it and they said they had to get shops that could service 
all the vocational rehabilitation rather than for a specific disability. 

Mr. KYROS. So Federal funds are earmarked for general disabilities 
rather than  

Mr. WiLLT^vMS. Right. 
Mr. KYROS. They should not necessarily be separated out for 

epilepsy, should they? 
Mr. WiLMAMs. I think they should be because when we are talking 

about vocational rehabilitation of the epileptics, we are not necessarily 
41-522—74 6 
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talking about giving this person a skill as we might talk about some 
person who was injured, whereas he was restricted from activities he 
could gainfully do. 

We are talking about first getting this person in a frame of mind 
that he can cope with his disability and accept it to the point where 
he could make himself acceptable as an employee. We are also talking 
about informing the potential employer as to what he should expect 
from this employee in a seizure phenomenon, so he would not feel 
uncomfortable in the instance of a seizure. 

Mr. KTROS. YOU think imdcr the circumstances rehabilitation and 
counseling for epileptics should be a unique kind of a specialty rather 
than putting it in with other problems. 

Mr. WnxiAMS. True, and I think the counsellors themselves admit 
this is so because whenever any of the counsellors—and I know every 
counsellor in Los Angeles that has an epileptic on his caseload because 
they call me, "What should I do with him"—so the coimsellors are not 
prepared. They don't know where to start. 

If you have seen the book by Mr. Funk on the spectrum, it shows 
the varied kinds of information that is available. And I think 
EPIH AB has been the only place that has worked at trying to develop 
positive information for screening and placing epileptics in jobs. 

Mr. KYROS. Thank you vei-y much. 
Mrs. Eont, you told us this morning about your young daughter and 

the problems tluit she encountered in school, and the cruelty of young 
children in classes; even when they don't mean to be cruel, they are. 
Could you give us other examples of the prejudices 3'ou have experi- 
enced as a mother of an epileptic child ? 

Mrs. ROOT. I would like to point out when she first started school, 
her teachers were petrified of her and did not want to be around her. 
It was more or less a tossup after she got out of kindergarten as to who 
would get her in first grade. The parents of some of her peers were 
afraid for their children to be around her, because if she were to have 
a seizure, it would be a traumatic experience for their children. 

My neighbor who has made an earnest effort to understand epilepsy 
after 4 years is still convinced, among others, that the child has brain 
damage and she does not have brain damage. 

I would like to point out the Girl Scout incident to emphasize the 
ostracization, the prevention of keeping me from being a Girl Scout 
leader, which just happened several weeks ago. But this was not from 
the Girl Scout organization itself, but from a group of mothers who 
did not know me personally, but who were coordinating and decided 
since I had a child who had epilepsy, that it was definitely assured I 
would prevent all the other girls in the Gii'l Scout troop from func- 
tioning normally. 

I would like to point out the only thing my child cannot do is go 
horseback riding and go swimming alone. These are some of the many 
cases. 

Mr. KTI?OS. Those are subtle, too. Those would not normally be 
apparent. I can understand the schoolchildren, but T don't think the 
others would come easily to mind. You almost have to have that unique 
experience yourself. 

Martha, have you ever encountered any legal problems because of 
epilepsy ? 
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Miss IVfiTTENDORF. Becausc I have epilepsy, I cannot obtain a driver's 
license at this time. This has been a problem because of my age group 
partially and I like to move around and be able to move around on my 
own a httle better. 

Mr. KYROS. What did they tell you when you tried to get a driver's 
license ? 

MLss MiTTENDORP. My neurologist said, "I don't think you will ever 
be able to get one because you will have epilepsy all your life." But 
•what I have heard is that if you don't have seizures for a period of 2 
years or grand mal seizures, then there is a way of obtaining a driver's 
license. And I did not know this before. 

Mr. KYROS. SO you would have to have a period when you did not 
have seizures for 2 years or so ? 

Jliss MiTTEXDORF. That is what I heard, but I am not sure if that 
is right or not. 

Mr. KTROS. I certainly want to thank everyone on the panel, and 
again I think you have c^one a single public service to have come here 
and tell us of your private grief and I think it is a good thing, but I 
think we should all share in it and try to do something about it. I think 
it is a message that certainly will not be wasted or lost on this 
committee. 

Thank you all very much. 
Before we proceed with the next witness, without objection, the 

Chair wishes to place in the record, as though read, a statement sub- 
mitted by Representative Patsy T. Mink, of Hawaii. 

STATEMENT OF HON. PATSY T. MINK, A REPRESENTATIVE IN 
CONGRESS FROM THE STATE OF HAWAH 

Mrs. MINK. Mr. Chairman, I commend the Subcommittee on Public 
Health and the Environment for its hearings today on H.R. 13403, 
Congressman Kyros' bill to establish a National Advisory Committee 
to develope a national plan for the control of epilepsy and its 
consequences. 

Centuries of awareness of this disease and its manifestations have 
not brouglit understanding. Unlike cancer or heart disease which elicit 
large research contributions as well as compassionate concern for its 
victims, epilepsv remains under-researched and its victims actively dis- 
<;riniinated against. 

H.R. 1340.5 addresses itself to both these aspects of epilepsy; they 
are intrinsically related. So long as popular misconceptions aboxit 
epilepsy continue to flourish, epilepsy will remain a fearful and yet 
avoided subject. Ignorance will continue to exact a bitter social and 
psychological toll from epileptics already struggling to cope with the 
physical demands of their disorder. Ignorance and superstition will 
negate those very advances we make in research and treatment. 

H.R. 1340r) recognizes that a massive infusion of money would 
redress only part of the problem. The pivotal factor is public aware- 
ness. Congressman Kyros' bill would afford responsible recognition to 
epilepsy and the multiple needs of epileptics. Through that recogni- 
tion, it would give emphasis and impetus to epilepsv research. 

^lost importantly, however, it would provide coordination. Coordi- 
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nation is desperately needed to fight a disease whose physical implica- 
tions ai-e so intertwined with its social aspects. 

The Federal financial commitment would be minimal and, I believe^ 
the committee and its development of a substantive, cooi-dinated, far- 
sifirhted national plan would accrue benefits far in excess of our 
investment. 

For the sake of those 4 million Americans who sutler fi-om epilepsy 
and wliosc fulfillment of their lives is so tragically constrained by our 
own ignorance, i urge your adoption of II.K. 13405. The time and 
circumstances ciy out for a centripetal force—a program which can 
draw together disparate projects and research and provide a real 
measure of hope to epileptics. I believe II.R. 13405 oners such hope. 

IVIr. KYROS. Next I would like to place in the record a lettei- I 
received this morning from Senator Peter Dominick from Colorado.. 
Senator Dominick is a prime sponsor of legislation similar to ours on 
the Senate side and T will put the entire letter in the record. 

He also lays forth how important it is to develop a national program 
for epilepsy and his attempts on the Senate side to pass a similar bill. 
So we will make this a part of the record at this time. 

[Letter follows:] 
U. S. SENATE, 

WaahinfftoJi, B.C., Auffust 9, 1074. 
lion. PETER X. KYKOS, 
U.S. House of Rt'iirenentativcx, Wanhington, D.O. 

DEAR I'ETEat: I wanted to take this opportunity to let you know that the press 
of other business prevents me from joining your hearings on Monday, Augu.st 
12tli. I will, howovtr, be following them closely, and hope that meaningful data 
will be develoi)ed concerning this most serious meilical problem so that we can. 
move forward in developing a national program for epilepsy. 

Tlie importance of the need for focusing attention on this problem, 1 believe,, 
is reflected in the fact that your proposal is cosponsored by all of the members 
of tlie Health Subcommittee. In addition, as you know, S.J. Res. 17.3, calling for 
the establishment of a similar Commission on Epilepsy is now cosponsored by 
14 other Senators, and I now expect that Senate action will occur on the basic 
provisions of my bill in the near future. 

As I noted upon introduction of m.v Resolution : Epilepsy is indeed a major- 
national health problem—both in terms of cost and suffering. It touches the lives 
of more than four million Americans at the present time, and thousands of addi- 
tional cases arise eafli year as the result of liead trauma alone. The total cost to 
society from this deliijitating neurological disorder is estimated at .*" billion 
annually. 

Epile.spy strikes all age groups, but particularly the young. For example, more 
than ()70,000 elementary school children and more than ;«tO,000 secondary pupils, 
ore atnicted with epilepsy. If left untreated, it creates severe learning barriers, 
deters social development, and prevents its victims from achieving .self-sufflcienc.v. 
Witli proper treatment, eriilepsy can usunlly be controlled and its victims can live 
productive lives—providing they are among the lucky ones with access to 
adequate treatment and the resources to pay for it. 

If epileiwy were contagious, perhaps a Jonas Salk would have attacked It. 
National attention and resources would have been focused on the problem of" 
stopping an epidemic of such magnitude. But epilepsy is not contagious, and it Is 
u.sually not futal. Nevertheless, it is extremely destructive. 

The focusing of national attention on the problem of epileiJsy is long overdue, 
and I hope the Subcommittee's hearings shall be productive. 

Best personal regards. 
Sincerely, 

PETE31 H. DOMINICK, 
V.(^. Senator. 

Mr. KvRos. Otn- next witne.ss will be Dr. John Van Pelt from the- 
Maine Coa.st Memorial Hospital, Bangor, Mauie. 
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Dr. Van Pelt, I certainly want to welcome you to the committee. Dr. 
"Van Pelt is from ray State of Maine. He is a pexliatrician and he is also 
chief, medical services. Elizabeth Levison Development Center. He 
also serves as president of a statewide epilepsy organization in Maine 
\vliich devotes itself to alleviating the problems of the disorder in that 
State. 

May I especially welcome you, Doctor, first as fellow citizen of Maine 
and, second, as a man particularly dedicated to children's health. 
A'ou may be aware of my pei-soual involvement in tlie case of a young 
ZSIaine child. Josh Lea. Last winter I was able to help his family ob- 
tain a supply of a drug called Mogodon, which brought his rare form 
of epilepsy under near-miraculous control. 

The child had been experiencing as many as 70 seizures every 8 
hours and with the administration of the drug under their family 
doctor's care, the seizures dropped to nearly zero. So now I have a deep, 
personal appreciation of how satisfying it must be to those of you witli 
daily work toward tlie control of this prol)lem. 

Dr. Van Pelt, we will lie interested in hearing your remarks not 
only with regard to the medical problems of epilei)sy. but also with 
regard to the problems of setting up State organizations to get a wide 
variety of services to those who need them. 

STATEMENT OF JOHN VAN PELT. M.D., ATTENDING PEDIATRICIAN, 
MAINE COAST MEMORIAL HOSPITAL. AND CHIEF, MEDICAL 
SERVICES. ELIZABETH LEVISON DEVELOPMENT CENTER 

Dr. VAN PKI,T. Thank you, Mr. Congressman. It is a great pleasure 
to be here and to share with you for a brief period of time some of the 
problems that you may be well aware of with this particular effort in 
Maine and many of which perhaps are unfamiliar. 

I have a prepared statement which I would ask to be included in 
the proceedings of the record, so if T may very briefly, perhaps merci- 
fully briefly, wander a bit from the written score. 

I think what is going on in Maine, or perhaps what has not gone on 
in Maine as regards the effort to help those with epilepsy, maybe rep- 
resents a miciocosm of what is happening elsewhere in the Nation. 
Whether it is worse in Maine or not, I cannot say. I can tell you some- 
thing of the problems we have there and I thiiik I can sum it up by 
saying we need help and we need it very badly. 

You alluded a moment ago to the fact that we have been trying to 
start a lay organization, a chapter of the Epilepsy Foundation. The 
initial respon.se to this effort was good and there was a lot of enthus- 
iasm; and then a curious thing happened. Since I am not myself 
epileptic, it took me a while to understand this. Many of the people 
who theoretically should have benefittcd from this effort, and who 
initially endorsed it enthusiastically, shied away from association with 
the group because of the threat to them, which" is a real one, of public 
disclosure because of their involvement with the then fledgling 
organization. 

Really, I think one can say at this time in terms of trying to estab- 
lish a chapter in the State, it is going to happen because of the neces- 
sity for the Development Disabilities Council to become involved with 
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some epilepsy effort, but actually without that necessity, I think it 
would be a long time coming to the State. 

Beyond that there is hardly any service for an epileptic, either med- 
ical, social, rehab, educational, or what you will, that we could not use 
more of, better of, and better coordination of, within the State. It is a 
tremendous task, even in a small State with 1 million people, to begin 
to try to pull these ends together into some sort of unified progi-am. 

I believe the legislation you have proposed is probably the best 
hope that I have seen at any time in my 5 vears of practice in Ells- 
worth to begin to have some unified approach to the problems that we 
have there, and I verv much hope that, with this beginning, we can 
begin to see some really substantial inroads into the many problems 
that epileptics in Maine have. 

I think that is what I had to say. I promised to be brief, so I have 
been. 

[Dr. Van Pelt's prepared statement follows:] 

STATEMENT OF JOHN VAN PBXT, M.D., ATTENDING PEDIATBICIAN, MAINE COAST 
MEMORIAL   HOSPITAL,  AND  CHIEF,   MEDICAL   SERVICES,   ELIZABETH   LEVISON 
DEVELOPMENT CENTEB 

EPILEPBT IN UAINB 
Introduction 

I am Dr. John Van Pelt, Attending Pediatrician, Main Coast Memorial Hos- 
pital and Chief of Medical Services, Elizabeth Levison Development Center. I 
am honored to testify on behalf of the Kyros Bill calling for a National Advisory 
Commission on Epilepsy. 

As you no doubt know the State of Maine has a population of approximately 
one million. Actuarial figures based on the statistics suggest that there are around 
20,000 people affected by epilepsy in the state. How do they fare? 

To begin, there is presently no way to determine whether Maine has 20,000 
epileptics or 5,000 or 30.000. For many reasons, the few attempts that have been 
made to assess the size of the problem have lacked comprehensiveness and the 
numbers therefore, may be inaccurate. Maine is a rural state with a widely 
scattered population and diagnostic and treatment facilities are uncommon, and 
the varieties of medical experts qualified to treat seizure disorders, rare. A 
medically unsophisticated population, often with limited financial resources, 
creates a milieu in which people may have epilepsy without knowing it, while 
others know it, but are afraid to admit it; finally those that have epilepsy and are 
not afraid to say so are treated to the fears, prejudices and misconceptions of the 
small town, where epilepsy is often equated with mental sub-normality or mental 
illness. There is much to be done. 
Problems ] 

A. Education 
Maine Is 46th of the 50 states in per capita expenditure for education. While 

spending more money per student in no way guarantees educational quality, this 
statistic suggests that the range of educational experience available to the stu- 
dent, and the depth of educational services available to those who need them, are 
less than might be available In the 45 other states. Limited educational oppor- 
tunities tend to perpetuate ignorance, and Ignorance is the natural enemy of 
the epileptic. Unless the accumulated myths and prejudices of generations are 
dispelled by appropriate educational means, the epileptic individual Is destined 
to encounter the same barriers forever. Such is the situation In Maine where, for 
example, the average classroom teacher or school principal knows little or noth- 
ing about epilepsy or the epileptic child and fears the label nearly as much as 
the bubonic plague. Public education about the epilepsies is one of the most 
urgent Immediate needs for the epileptic in Maine. At present, there is almost no 
activity in this area In the state. 
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B. Medical 

Most of the sorts of diagnostic and treatment facilities that might be con- 
sidered requisite for management of seizure patients are located in the southern 
end of the state. The only seizure clinic Is in Portland. There are a total of ten 
neurosurgeons and seven neurologists (and no pediatric neurologists) in the 
state, all of whom are practicing in the southern half. The patient-to-physlcian 
ratio is well below the national average of approximately 1,000 to 1. But the 
Maine figure Includes areas and entire counties where the ratio is more like 
3,000 to 1. There are many conscientious and well trained physicians in Maine, but 
very few with specific training and/or interest in the epilepsies. A dirth of fa- 
cilities, wide geographic distances, and an occasionally harsli climate make it 
extremely difficult for the epileptic to receive minimal care, let alone adequate 
care. 

O. Vocational 

It Is al.so extremely difficult for epileptic individuals to obtain stable employ- 
ment in Maine. Many employers simply will not hire people with seizures, no 
matter how well qualified for the job and no matter how well controlled the 
seizures. It has done no good, in my exiierience, to bring these cases to consumer 
action group.s, human resources conselors, the Fair Employment Practice Com- 
mission and the like. As an example, a 20-year old woman, a high school gradu- 
ate, was explicitly refused employment as a check-out counter oiierator in a large 
department store in the Bangor area. Tills went to a consumer action group by 
the name of COMBAT that was able to accomplish nothing for her. 

In many of the smaller cities there may be only one major employer, and If 
that company has a personnel policy which excludes the epileptic, then the 
Individual either lies about his Illness and takes his chances of being fouud out 
or moves elsewhere. I know of a brother and sister with epilepsy in a town called 
Dover-Foxcross in the northern part of the state. The brother was totally unable 
to obtain employment in his home area, no one would employ him, even though 
his seizures were well controlled. His sister got married and got aroun<l the 
problem that way. But he eventually was forced to move to Virginia where he 
obtained rehabilitation services, job training, and steady employment, all of 
which he was unable to get in Maine. Those epileptics who do hold employment in 
company towns in Maine are frightened for their jobs should their medical 
history be known. 

Until fairly recently, the vocational rehabilitation facilities of the state were 
reluctant to accept candidates with seizure disorders. Happily, the situation has 
changed, but the rehabilitation people have the same difficulty obtaining capable 
medical service as the rest of the state does. 

D. Public Action 

Four years ago a group of concerned Individuals In the Bangor area began to 
establii^h a local lay organization for the purpose of group supiwrt and public 
education. Initially, the results were encouraging with good reception by the 
effected individuals and we obtained a glimpse of the size of tlie problem and 
concerns of the patients through the mall. But the effort became bogged down, 
partially because of lack of funds and problems within the group. This was 
attributable to the fear of public disclosure that association with this group might 
afford, and this was too threatening for many. 
Summary 

In answer to a question asked In the introduction (How does the epileptic in 
Maine fare?). It would appear that the epileptic in Maine is not faring very well, 
for the reasons detailed. It is clear that many of the current difficulties could 
be attacked by a program that sought: 

1. to provide aggressive public education ; 
2. to improve medical services for the epileptic; 
3. to take an aggressive stance on the employment rights of the individual 

with epilepsy. 
It is my opinion that the legislation proposed by Congressman Kyros will create 

exactly the mechanl.sms neetled to get a substantive effort launched, once and for 
all, not only In Maine, but all across the Nation. 
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Mr. KYROS. SO one of the problems is public education, because 
whether it is a driver's license or employment or scliools, apparently 
people attach significance to epilepsy that just does not exist; is that 
right ? 

Dr. VAN PELT. Indeed; you have heard allusions, I am sure, this 
morning and this afternoon to the stigma of the diagnosis. This has 
many, many sides to it and it can be very abrupt and vicious and it can 
be veiT subtle, but in order to obtain a license to operate a motor vehicle 
in Maine you have to be certified as being suitable for this honor by a 
neurologist and, he must say that you have been seizure free for at least 
a year. 

Mr. KTROS. IS that the law in the State of Maine? 
Dr. VAN PEI.T. Mr. Congressman, I am not sure if that is the law or if 

it is an unwritten law, but I am one of the inspectors for the State and 
that has been the word of mouth regulation. 

Mr. KYROS. DO doctors, physicians themselves, do they require some 
kind of specialty training to recognize and diagnose epilepsy and 
treat it? 

Dr. VAN PELT. Here is a perplexing thing for the consumer. If 
someone is listed in the Yellow Pages of the phone book as being 
a neurologist, he therefoi'c should be qualified to diagnose and treat 
seizure disorders. In point of fact that may be the case, but it may be 
that he is a practitioner that has little or no interest into the manage- 
ment of seizure disorders and problems of epileptics. 

I know two colleagues who are fine neurologists, well-trained at an 
eastern medical center, who neither one have much interest in epilep- 
sies. They refuse to use the term in diagnostic terminology with their 
patients, it being a term that is too stigmatizing. As a consequence, I 
think, they are very often doing more harm in dealing with an epileptic 
than a good family doctor, who may not have as much formal training, 
but can emphasize with him to a greater extent. 

Mr. KYROS. If we rely solely on private groups like the Epilepsy 
Foundation of America, in rural areas can you get groups established 
and funded to do somethin<' about training, education, treatment, diag- 
nosis, or is it very difficult? 

Dr. VAN PELT. AS you know, Maine has no medical school so there 
is a real problem with innovating medical services. There is not a 
medical community that is pushing to develop this sort of thing like 
my colleagues at this table have been pushing in other parts of the 
country. 

I think it would be quite within the realm of possibility that one 
could get a lay organization for public eduction off the ground, as for 
example a chapter of the Epilepsy Foundation. 

That consumer organization might eventually, with a lot of push- 
ing and shoving and digging and clawing, achieve some improvement 
in the medical facilities available. 

I think that is a very good way of making things happen, but it 
takes an awfully long time and I think this is one of the most dis- 
couraging things for the epileptic, the timespan. He Icnows things 
should be happening, things could be happening. 

If he goes to another State, things will happen. It is awfully hard 
to be patient. 
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Mr. KYROS. YOU are a pediatrician ? Is that your specialty? 
Dr. VAN PELT. Tliat's right. 
Mr. KYBOS. Wiiat are the major problems that you face with young 

epileptics ? 
Dr. V.\x PELT. I tliink you heard some of them from the consumer 

panel. They are more related to the social aspects of epilepsy than they 
are to the medical. That is not always the case, of course, but by and 
large in terms of the day-to-day operation of a pediatric practice 
which has a fair number of epileptic cliildrcn in it—I have a harder 
time dealing with the social and academic difficulties of the youngstei-s 
than I have with the strictly medical aspect of managing their seizures, 
especially when they get into the high school age bracket and they 
want driver's licenses or their families want them to lie insured or tliey 
want to take up a profession or go scuba-diving or whatever, and you 
tell a kid who is 16 that he or she caiuiot do that, or they cannot be 
certified to do that or they cannot get this, that or the other thing, 
they want very badly—as you may remember from your own adoles- 
cence, that only makes the adolescent want it more and the result is a 
lot of emotional unrest and it is difficult to resolve this. 

It takes a great deal of counseling and it takes a great deal of time. 
I spend Tuesday evenings in my office basically counseling these 
people. That is what I devote that section of my practice to and I am 
oiily touching the very tip of the iceberg and the people that are ini- 
mediately adjacent to Hancock County. 

I don't know what happens elsewhere in the State. I have not the 
remotest idea. I know the vocational rehab people have not been very 
receptive to the needs and difficulties that tliese young people have. 

Mr. KYROS. Thank you very nmch. Dr. Van Pelt. 
Mr. Symington, do you have any questions? 
Mr. SYMINGTON. Not at this time. Thank you very much. 
Mr. KYROS. Thank you very much and wo appreciate your coming 

here. I undei-stand you ai-e on the subsequent panel, so you can remain 
here for a moment. 

At this point we would like to continue with the panel format in 
order to obtain tlie widest possible views of the problems and needs 
faced by people witii epilepsy and those who work in the field. 

Our first panel this afternoon is made up of a distinguislied group 
of medical men. The chairman of the panel is Dr. Adolph L. Salis. 
Dr. Sahs has served as president of the American Academy of Neurol- 
ogy, as director of the American Board of Psychiatry and Xeurologv, 
and as Chainnau of the Neurology Study Section of the I'.S. Publ^ic 
Health Service. He is also a counsel for the American Neurological 
Association. 

Dr. B. Joe Wilder is chief of neui-ological services at the VA 
hospital in Gainesville, Fla. He is also professor of neurology at the 
University of Florida and director of tne epilepsy laboratory at the 
University of Florida Medical Center. 

Sitting on the panel with Dr. Sahs and Wr. Wilder will be Drs. 
Daly and Van Pelt. 

Gentlemen, welcome to the committee. 
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STATEMENTS OF A MEDICAL PANEL: 

ADOLPH L. SAHS, M.D., PROFESSOR EMERITUS, AND FORMER 
CHAIRMAN, DEPARTMENT OF NEUROLOGY, UNIVERSITY OF 
IOWA COLLEGE OF MEDICINE 

B. JOE WILDER, M.D., CHIEF, NEUROLOGICAL SERVICES, VET- 
ERANS HOSPITAL, GAINESVILLE, FLA., PROFESSOR OF NEU- 
ROLOGY, UNIVERSITY OF FLORIDA, AND DIRECTOR, 
EPILEPSY RESEARCH LABORATORY, UNIVERSITY OF 
FLORIDA MEDICAL CENTER 

DAVID D. DALY. M.D., Ph. D., PRESIDENT, INTERNATIONAL 
LEAGUE AGAINST EPILEPSY 

JOHN VAN PELT, M.D., ATTENDING PEDIATRICIAN, MAINE 
COAST MEMORIAL HOSPITAL, AND CHIEF, MEDICAL SERV- 
ICES, ELIZABETH LEVISON DEVELOPMENT CENTER 

Dr. SAHS. Thank you, Mr. Chairman. 
I will make my remarks very brief. I have a prepared statement 

which I will submit. 
Mr. KTROS. And your statement will be made a part of the record, 

Dr. Sahs. 
Dr. SAHS. AS emphasized by the 1972 manpower report of the Presi- 

dent, there is a dynamic growth in the demand for health care services 
in the United States and. consequently, a growing demand for health 
care professionals. Unfortunately, training seems to be an area that is 
in rather poor repute at this time and sufficient emphasis in my opinion 
has not been devoted to the training area. 

So far as the demand is concerned, there are many factors which 
have contributed to this demand, including population growth, rising 
staTidards of living, and heightened health consciousness. But I feel 
that this demand is not being set fully in such areas as the training 
of physicians generally and in the specialties, the social workers, 
nurses, educators, hospital administratoi-s, and others. 

And it is in an area like this wliere I feel that definite support can 
come from a bill such as is being considered at this time. 

Tlierefore, I would like to express my gratitude for having the op- 
portunity to give this testimony in liehalf of a significant effort to im- 
prove the lives of several millions of Americans. 

Thank you. 
[Dr. Sahs' prepared statement follows:] 

STATEMENT OF ADOLPII L. SAHS, M.D. PROFESSOR EMERITUS AND FORMER CHAIR- 
MAN. DEPARTMENT OF NEUROLOGY, UNI\'ERSITY OF IOWA COLLEGE OF MEDICINE 

Mr. Chairman and members of the Snlicommlttee. I welcome the opportunity to 
apiK'ar today to testify on this proposed iPRislation to efstablish a National Com- 
mission oa the Epilepsies. I am Dr. Adolph L. Sahs, M.D., Professor Emeritns 
and former Head of the Department of Neurology at the University of Iowa 
College of Medicine. I have been a past president of the American Academy 
of Neurology and a past president and Councilor of the American Neurological 
Association. I have also served as Chairman of the Neurology Study Section 
of the U.S. Public Health Service and am a past Director of the American Board 
of Psychiatry and Neurology. 
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Those who spoke this morning have illuminated the range and complexity of 
the problems associated with the epilepsies. As we might expect therefore, the 
kinds of health professionals with a speciflc interest in the epilepsies are also 
varied. To sketch briefly some of the dimensions of tliis problem we can con- 
sider just some of the medical and paramedical professionals involved; for 
example, general practitioners, pediatricians, internists, neurologists, neurosur- 
geous, electroencephalographic technologists, clinical laboratory scientists and 
laboratory technicians. 

As emphasized by the 1972 Manpoicer Report of the President, there is a 
dynamic growth In the demand for health care services in the United States and 
consequently, a growing demand for health care professionals. There are many 
factors contributing to this demand, including population growth, rising stand- 
artl.s of living and heightened health consciousness. Several factors make the 
projection of supply and demand of medical and allied health manpower some- 
v\-hat difficult. For example, to predict choice of specialty, geographic distribu- 
tion, effect of changing division of labor as increase demands on physicians' 
time necessitate increased training of other health worker.^. 

How will these factors affect the delivery of health care to persons with the 
epilepsies? What plans are necessary in order to eliminate waste, misuse, and 
lack of preparedness? If we are to be prepared to deal effectively with the 
e|)ilepsies. national planning should be undertaken as soon as pos.sible, for we 
have no idea presently of the duplication of effort and waste in terms of training 
and manpower, let alone real future needs. 

Determining the medical needs of the epilepsy population is further hampered 
by the lack of precise epidemiological data. It is impossible to plan in any mean- 
ingful way for the variety of services, treatments, facilities, manpower and 
research priorities without more speciflc epidemiological data. This has never 
been done on the scale and with the unity of purpose necessary to develop sound 
national planning.' 

Only with an organized national thrust In this critical area can further mean- 
ingful progress in the control of epilepsy and its consequences be achieved. A 
National Commission is vital in carrying otit this objective as can be demon- 
strated by the prol>lems which have plagued all previous, but limited epide- 
miological studies. For example in .surveys of physicians, reluctance has been 
encountered to "label" patients as epileptics while on the other hand, in pool- 
tyiie surveys of population groups, reluctance has been encountered to admit the 
presence of the disorder. Such other factors as borderline diagnosis, duplication 
of records, and discrepancies within the medical community over diagnostic 
definition further Impede data collection. 

.Another area in which sound planning needs greater emphasis is in basic 
medical research. This is .so even with the fine accomplishments of the National 
Institute of Neurological Diseases and Stroke. Since its inception, the Institute 
has maintained a con.sistent research effort in the area of epilepsy and is to be 
commended for the progress it has made in advancing knowledge in the face 
of inadequate funds. 

While basic re.search has given a deeper understanding of the ways in which 
nerve cells in the brain become epileptic, major questions remain unanswered. 
Further research is still needed in order that more effective treatments can be 
found. For example, the need for a new antiepileptic drug continues and while 
the National Institute of Neurological Diseases and Stroke is in pursuit of these 
goals, much more needs to be done. As you are aware, the funds for researcli in 
epilepsy have been rather small. Last year the total funds devoted to rcserch in 
epilepsy from all sources was $5 million and .$.33 million of this expenditure was 
made through NINDS. Translated into practical terms, this means that the ex- 
penditure for research on patients with epilepsy amounted to $1 per patient 
I>er year! Certainly our research efforts need to be expanded in order to co- 
ordinate the.se efforts effectively. 

Others have testified eloquently this morning on the need for a comprehensive 
care program for the epilepsies, not only to provide better health care delivery, 
but to attack as well the whole gamut of educational, occupational, and social 

' These prnbleraa have heen lUiimtnafed In detail at a reoent Workshop on Bpldemloloey. 
The proreedlnKs are published In XINDS Monograph »14, U.S. Department of Health, 
Education, and Welfare, 1972. Washington. D.C. 
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problems faced by those with this neurological disorder. What Is the best 
approach at this time? The answer to this question will most significantly affect 
the eflScacy of efforts and planning In each of the many problem areas we have 
discussed thus far today. The most effective planning must take these other fac- 
tors into account and this would obviously be a question best addressed by a 
National Commission with but one focus—the control of epilepsy. 

Epidemiology, re.search expansion and priorities, and comprehensive programs 
are only three of the aspects of the medical problems which individually need 
National Planning. However, these can also be used to illustrate the necessity of 
e broader overview in planning than could be provided by any single agency cur- 
rently in existence. 

For example, where should Centers of Excellence be located throughout the 
country? How many are needed to provide maximal coverage at a minimal cost? 
How can research be most effectively expanded through tliese centers with the 
most benefit concomltantly to patients? What priorities in research can best 
be pursued at each Center? How should epideraiological studies be designed to 
be sure that prospective planning provides the data base for effective planning 
In these areas? 

This same type of Integrated planning approach is required for a whole host 
of other problem areas in the medical management of tlie epilepsies. Examples 
are, standardized diagnosis; training courses; seminars and worlishops: out- 
patient services; standards for clinics; residential facilities; prevention; gas- 
liquid chromatography standards; and on and on. These various topics have 
been touched upon In the comments already made today nnd I know that Dr. 
Wilder will want to address those not already discussed. All of these are dramatic 
evidence of the urgent need for a National Commission and Plan. 

In closing, I would like to emphasize that the progress we make in understand- 
ing and treating the epilepsies has broad significance for all the brain sciences. 

Understanding the basic mechanisms of the epilepsies will mean understanding 
the basic mechanisms of the brain. We must proceed with all haste on this "royal 
road." as it has been termed, to understanding the brain while we alleviate the 
Buffering of millions along the way. 

Mr. Chairman, I would like to express my gratitude for being given the oppor- 
tunity to testify before you today in behalf of this significant effort to Improve the 
lives of millions of Americans. 

Mr. KYROS. Tliank you, Mr. Sahs. 
Dr. Wilder. 

STATEMENT OF B. JOE WILDER, M.D. 

Dr. WILDER. It is a pleasure and honor to testify before this com- 
mittee. I have a written report that I request be made part of the 
permanent record. 

Mr. Kmos. Without objection [sec p. 90]. 
Dr. WILDER. I would like to restrict my remarks to some of the things 

that liave been covered today already. No. 1 being research and de- 
velopment. We had a statement by the administration this morning 
that among the many achievements has been appro\'al for the fii-st time 
in 14 years of a drug for chronic use in epileps}'. 

It seems to those of us in the medical field who actively are involved 
in diagnosis, treating and followup caie of the epileptic patient that 
this is woefully inadequate. The last drugs being introduced in 1960, 
the most recent one being introduced this week. 

We feel that the bill that is being considered will sijotlight the need 
for the epileptic patient. The primiary management of the epileptic 
patient is medical management through chronic administration of 
drugs. 

We feel much more emphasis needs to be placed on drug resear-ch 
and development. 



89 

WP heard of ie8eaie]i moneys that have been spent, $6.4 mil- 
lion. If we take the nu1Til>er of clients or the number of patients with 
epilepsy, this works out somewhere between $1.50 to $2 a patient, 
•which seems, consi<lenn<r the magnitude of the problem that has been 
pre«ented by many of the other panelists today, woefully inadequate. 

In terms of seizure control, we were told that due to recent medical 
developments most patients enjoy relative freedom from seizures. In 
my experience and in the experience of my colleagues who work pri- 
marily with epileptic patients, this is not true. It would be my estimate 
that in geneial 4(1 percent of patients who are diagnosed as epileptics 
are receiving adctpiatc tieatment and are probably under good or ex- 
cellent seizure control. 

In centers where people specializing in handling epileptic patients 
have special tools available, then improvement can be increased to the 
70 or 80 percent level. We feel that this level could be achieved with 
the currently available drugs in the majority of the epileptic popula- 
tion with such a national spotlight as your bill will put on the prob- 
lems of the epileptic ])atient. 

Age distribution was mentioned. Although epilepsy affects 
persons of all ages, the nuijority ai-e children and young adults. I re- 
alize this has been referred to before this morning, however I would 
like to clarify this statement and say the peak incidents of onset of 
epilepsv is in the young child and adolescence. There is another peak- 
ing of incidence of epilepsy and that is in the older population, 55 to 65 
years of age. because of a <lilferent ideology. 

The best studies that are available indicate that somewhere l)etween 
50 pel-cent and perhaps (50 percent of patients outgrow their seizures. 
However. I do not think that this is necessarily accurate because as 
people become older, they need to conceal tlie fact that they have epi- 
lepsy becau.se of job opportunities and social situations. 

I would suspect that the largest segment of epileptic patients taken 
on a number basis lies between 20 and 50 yeai-s of age. 

We heard of new developments that have been made in the area of 
tieating patients. Probably the most significant development was the 
introduction of the gas-licpiid chromatography for rapid analysis of 
anticonvulsant blood levels. We now have methodology so that in a 
brief period of time we can determine the exact amount of the drug in 
the blood. 

We feel we have fair guidelines as to what the concentration of 
drugs should be to effect maxinumi seizure control. We also know what 
levels to anticipate difficulties in terms of toxicity. This capability has 
heen available for the past 4 or 5 years, yet at the present time I think 
it is safe to say that iirobably only 25 laboratoiiesin the I'nited States 
piovide full seivicc for all the anticonvulsant drugs on a service basis. 

There may be 100 or so laboratories that periodically do drug analy- 
sis, but here is probably the greatest single breakthrough since the in- 
troduction of some of the major drugs. Yet v,& have not had utiliza- 
tion of this technique primarily becau.se of failure for funds to develop 
laboratories, failure for dissemination information relevant to the 
value of this piocedure. 

.\jiother thing is the standardization of these procedures. It is one 
of my worries and those of many of us who work in this area that it 
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may be worse for the treating physician to ha^ incorrect blood levels 
than to have none at all. It is true the Bureau of Standards is develop- 
injj standards. We would hope that legislation or a council report on 
epilepsy would recommend standardization of all laboratories that 
perform this service so that the physician who uses the service gets 
accurate information back. 

Inheritance factors have been alluded to several times today. There 
is no doubt that a significant segment—by significant I would refer 
to certainly loss than half—but a segment of the epileptic population 
has inheritance factoi-s involved. I have a family I care for tliat has 
five children. All five children have focal epilepsy. All five children 
have similar electroencephalographic abnormalities. So here is a dis- 
order with an inheritance factor, yet it is a focal type epilepsy which 
we do not usually regard as being genetically linked. 

I think the passing of this bill will encourage overall recordkeeping, 
will encourage the exploration of the genetic factors involved. 

Then last, I would make a comment on the availability of compe- 
tent quality care. Competent quality care is certainly available in 
many centers about the United States. Perhaps over haljf of the epilep- 
tic population does not have quality competent care for diagnosis, 
treatment, and followup available. 

I do not think this is an oversight of the medical profession, but it 
is more likely the lack of understanding of the problem and the failure 
to see the need. 

In summary I support and urge positive considerntion of the Kyros 
bill to establish a National Commission to develop a national plan for 
the epilepsies. The benefit sought would include an increased awareness 
of the problems and an investigation and evaluation of preventive 
measures, standardization of diagnostic procedures leading to adequate 
medical management of the epilepsies and, lastly, a net saving of money 
as duplication of efforts is reduced. 

I might comment the taxes paid by the 1,500 people returned to useful 
occupations by Mr. Williams would support the Commission for a year. 

Thank you very much, sir. It is a pleasure to have had this oppor- 
tunity. 

[Dr. Wilder's prepared statement follows:] 

STATEMENT OF B. JOE WILDEB, M.D., CHIEF, NEUROLOOICAI, SERVICES, V.A. HOS- 
PITAL, GAINESVILLE, FLA. : PEOFESSOR OF NEUROLOGY, UNIVERSITY OF FLORIDA ; 
AND DIBECTOE, EPILEPSY RESEARCH LABORATORY, UNIVERSITY OF FLORIDA MEDICAL 
CENTER 

Gentlemen, I appreciate the opportunity to appear before this Committee to 
testify regarding the medical aspects of the need for a National Conimis.sion and 
Plan for the management of the epilepsies. I am Dr. B. Joe Wilder, Cliief of 
Neurological Services at the V.A. Hospital in Gainesville, Florida, Professor of 
Neurology at the University of Florida and Director of the Epilepsy Research 
Laboratory at the University of Florida Medical Center. 

At the heart of this problem is the fact that epilepsy is a disorder which Is best 
approached as a symptom-complex because of the multiplicity of causes or 
etiological factors involved. This means that, although the presence of seizures 
is common from case to case, the underlying cause or causes may be quite different 
In each individual. It is the complex of presenting symptoms wliich allows for 
proper diagnosis and treatment of the whole medical problem faced by the patient 
with epilepsy. Therefore, as was pointed out earlier by others today, epilepsy 
Is a multifaceted medical problem requiring a level of expertise in treatment not 
frequently found, especially in rural areas. 
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•What are the alternatives In solving these problems of epilepsy? Is the distribu- 
tion of adequate manpower the answer, or is the reorganization of already es- 
iiiting facilities needed? Perhaps increased and varied continuing medical educa- 
tion would be the remedy to this situation? These are crucial questions which 
would best and most efficiently addressed by a National Commission. These kinds 
of answers are necessary especially at this time because many approaches have 
already been tried and now need to be evaluated, one against the other. 

For example, in Florida we have recently developed guidelines for a Model 
Seizure Clinic which addresses Itself to the long-term medical management of 
the epilepsies. Included In the guidelines are recommendations regarding staffing 
and personnel, facilities, and recommended agency affiliations. Florida, of course, 
lias many rural areas and we therefore see some of the same problems as does 
Maine. 

How does this approach compare with others? Does it have some of the an.swers 
for Maine? Now is the time to find out, and a National Commission In its role as 
ait investigative and evaluative body would be the ideal catalyst for action. 

I mentioned earlier the variety of etiologlcal factors tliat could induce epilepsy. 
Let me give some examples. In the new-bom, trauma associated with birth, anoxio 
episodes. Infectious processes, inheritable disorders vvItU primary alternations of 
brain metabolism are frequent causes of chronic recurrent seizures in early or 
late childhood. In the elderly, vascular or degenerative changes may result In 
focal or diffuse brain damage and epilepsy. Throughout life, central nervous sy-s- 
tem Infections, vascular lesions, tumors and trauma can result in epilepsy. In 
some kinds of epilepsy, such as progressive myoclonlc epilepsy, inheritance may lie 
a factor. The list of possible causes also Include drug abuse, alcoholism, high 
fevers, autoimmune disorders, sickle-cell disease, chronic leukemias, liver or 
kidney disorders. 

This gentlemen, highlights another most Important point—anyone can he struck 
ftj/ epilepsy, at any time throughout their life and as a result of any one of a 
tnultiplicity of factors. We are all susceptible. 

This brings us to the question "How can epileijsy be prevented?" Every one 
of us, as potential epileptics, should be deeply concerned with this problem. 
Currently, efforts along these lines are scattered and fragmented. I.«t's take 
the example of post-traumatic epilepsy. As Chief of the Neurological Services of 
a V.A. Hospital, I am, of course, able to speak from firsthand knowledge of 
accidents resulting in epilepsy. However, It now appears that much of this suffer- 
ing might have been avoided. Preliminary data suggests that prophylactic, antl- 
convulsant drug administration following significant head trauma can markedly 
reduce the sub.sequent occurrence of post traumatic epilepsy. Preventive pro- 
phylaxis could be as effective with many of the other casual factors which we 
discussed earlier. Once again the que.stion must be a.sked, "How can current 
resources be brought to bear mcst effectively In approaching the problem of 
prevention of epilepsy?" 

But even if we were to assume that we had enough knowledge to minimize 
the occurrence of preventable cases of epilepsy, we would still be relatively Inef- 
fective without a coordinated national effort. For without this type of planning 
we would still be faced with the problem of achieving nationwide application of 
the knowledge. This brings me full cycle back to the diagnostic problems we 
have already discussed. 

In summary, I support and urge positive consideration of the Kyros Rill to 
establish a National Commission to develop a National Plan for the opilei>sies. 
The benefits sought would include an increased awareness of the problems, an 
Investigation and evaluation of preventatlve mea.sures, and standardized diag- 
nostic approaches leading to the adequate medical management of the epilepsies 
and lastly a net savings of money, as duplication of effort Is reduced. 

Thank you for this opportunity to present my views to you. 

Mr. KYROS. Thank you, Dr. Wilder. 
Dr. Sahs, let me ask you this. What do you think is tlie most com- 

pelling; item in tlie manaorement of epileptic patients? 
Dr. SAH.S. So far as the manajiement is concerned, I tliink the first 

item that one encounters is an accurate diajmosis and this has many, 
many implications at several levels. Then the next matter is the control 
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and if the control can be acliieved by drugs, tliis is fine. This is the 
ide^i toward which we all try to arrange our treatment programs. 

Some patients, however, are not so easily controlled and there is a 
big gap in our control program so that leaves approximately 40 per- 
cent wnere control is either incomplete or not at all. 

The various social, economic, legal and educational matters have 
been covered this morning. 

Mr. KYROS. In control, I remember once talking with some scientists 
about neurons traveling in nerves and electrical impulses being con- 
tained and being discharged in certain ways. This problem sounds like 
soinetJiing where the electrical impulses discharged along certain 
motoi' pathways are not properly discharged or triggered at the right 
time. 

Is this the kind of problem—this electrical discharge problem  
Dr. SAIIS. I like to look on it like what we call a condenser effect. 

Instead of being discharged arhythmically, many of them discharge 
simultaneously or quickly, so what we have is literally an explosion 
in the brain which may involve a localized area or may spread to other 
portions of the brain. 

Mr. KYROS. AVhat do the drugs attempt to do? The ions travel 
through the nerve cells and cliange the pattern of electrical discharge 
so there is a smoother flow, or what happens? 

Dr. SAIIS. It changes the chemistry of the cell in such a way that 
the cells do not discharge arhythmically or asynchronously as they do 
in the epileptic, thus we have a more synchronous action and a freer 
flow of the^e impulses. 

Mr. KYROS. Why does it take 14 years ? I remember when I was in 
law practice sometimes we came across, many years ago, cases involv- 
ing epileptic seizures. I remember the drug Dilantin, an anticonvul- 
sant drug. Why does it take 14 years now before we had had a new 
drug ? 

Dr. SAHS. This is one of the things I had hoped to talk about, but 
I tried to keep my conversation brief. The matter of development of 
new anticonvulsant drugs lias almost been at a standstill recently. 
There perhaps are several explanations for this. The increased possi- 
bility of producing a toxic drug, lack of areas in which to maintain 
controls. There is a cliche going around, "If you want to test a new 
drug, you had l)etter take your material out of this country." I think 
that is a deplorable situation, if this is true. 

Therefore, the development of new drugs, as I indicated a little 
while ago, is almost at a standstill. 

Finally, we have Tegratol, which may be useful in some patients, 
but this has been a long time in coming. 

Mr. KYROS. We had the FDA in last week. We were doing vitamin 
and mineral food supplements, and we worked the FDA up and down 
and they worked us over, so we don't want to talk about them today, 
but you are not suggesting that the new drug policies of FDA are 
inhibiting theproduct of anticonvulsant drugs, are you ? 

Dr. SAHS. The drug companies are approaching the development of 
new drugs with considerable caution. 

Mr. KYROS. NOW do we need more training ftmds. Dr. Daly, in the 
area of training physicians as diagnosticians and specialists in the 
field of epilepsy ? What do you think about that ? 
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We are also wiitirifj at this time a healtli manpower act. This 
committee is writing a health manpower act wliich has in it consider- 
able funds with many things it wants to encourage—doctoi-s serving 
in undei-served areas, doctors going into family practice, and I don't 
remember seeing anything in the bill that would say we would help 
doctors if they picked up epilepsy as a specialty, but wliat about 
training for epilepsy? ,       T. , 

Dr. DALV. I think it has already been alluded to by Dr. \ an Pelt 
that even with peo])le (rained in the neurological specialties, there is 
a singular leluctance to become involved in the care of epileptic per- 
sons. I think there are reasons for this. ... 

Many of the social problems transcend the individual physician's 
abilityto cope with them and he is prone to throw up his hands in des- 
pair. We have often inadequate teaching at medical school level of 
medical students and we have inadequate teaching of residents in pedi- 
atrics, inteiiial medicine, and family practice and even in neurology. 

I have alluded to the need for advanced care centers for diagnosis 
and treatment. If such were to exist, then I think the level of education, 
continuing education and on-going graduate medical education could 
be significantly improved. 

The fact remains it is very difficult to get either yoimg basic scien- 
tists or young clinical neurologists interested in the problems of epi- 
lepsy. There are problems in trying to find neurologists with compe- 
tence and interest to serve in those regional Veterans" Administiation 
epilepsy centers. 

There is also a great need in the allied health sciences, public health 
nurees, social workers, vocational counselors, as you have heard this 
nioiiiintr, and in some of these specialty areas like EEG technology 
•where it is impossible to obtain adequatelv trained people. 

I believe we are in the sort of vicious cn-cle in which the lack of ade- 
quately trained people perpetuates the inadequacy that exists, so I 
would say, yes, there is a very major and compelling need for training 
programs in this area. 

^Ir. KYROS. Epilepsy certainly is not a specialty like orthopedic sur- 
gery or cardiolog\'. How do you identify the expert in epilepsy? Is 
there any mode of identification now? 

Dr. D'AI.Y. T think, fii-st, there has been less tendency in this country 
for neurologists to concentrate exclusively on epilepsy than there has 
been in other countries of Europe where epileptology is recognized at 
least de facto as an area of subspecialization. T don't know that we need 
to formally identify somebody as an epileptologist, but I do believe the 
need exists for centers which will permit advanced training compar- 
able to those, for example, in neuroradiology. This is not a recognized 
subspeeialty, yet we recognize that people need special training in this 
area and that it may require 1 or 2 years more. 

Electroencephalography does have a board of mialifications. The 
number of people certified is small and there arc difficulties in obtain- 
ing funds to train electroencephalographei-s. Because EEG qualifica- 
tion is not part of residency training programs, the usual sources of 
stipend support for residency training do not exist for the training of 
enceplialographei-s. Basically the same problems apply to training in 
epileptology. 

4i-.->i>::—74 7 
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I believe that, given somebody who has completed neurology resi- 
dency training, an additional year or 2 years of training would iden- 
tify the person as having special competence in the area of epileps}' 
and one who could attack the existing needs. 

Mr. KYHOS. What about tiie drug Mogodon tliat was mentioned 
earlier? Why is it not available in tiie United States, and why is it 
available in Canada? Do you know anything about this? 

Dr. DALY. Tliis drug is one of a group of compounds called 
Benzodiazepinos. It is my understanding that the company producing 
tiie drug tlecided that tliey did not want to go tlirough the expense of 
reestablishing tiie safety of this drug in this country by reduplicating 
the studies that had previously been made abroad. 

If I may, I would lilce to speak to this point aV)out why the delay 
of 14 years in introducing a new drug. I served as tiie chairman of an 
international commission on antiepileptic drugs. We surveyed drug 
companies over the entire world. We found there were several 
problems. 

Oddly enough, a numl)er of laige drug companies lielieved no need 
exists for new antiepileptic drugs. Tiiey liave fallen prey to the state- 
ment that 80 i)ercent of the patients are indeed controlled when we 
know they are not. 

Second, they are reluctant to understake the expense of bringing a 
drug througli clinical testing because as recently as 2 to 3 years ago it 

•cost approximately $5 million and they felt there was not a sufficient 
market. 

Tliird. and this problem has now been resolved, the Food and Drug 
Administration was reluctant to accept drug testing done in foreign 
counti-ies l)ecause it might not meet their rigorous standards. AVe were 
able, at the World Epilepsy Congress in Barcelona last September, to 
get agreement among (lie Western European natioTis and tlie medical 
groups working on epilepsy in these coimtries, to adopt tlie VT>\ 
standards for testing, and FDA in turn has agreed to accept studies 
carried out under tliese protocols. So. we would hope that we can 
sliorten the testing periods to about a year and one-half and speed the 
introduction of drugs. 

But we do lack in this country adequate populations or groups of 
patients who have been carefully studied, tiieir tj'pes of seizures aiul 
type of epilepsy classified, and whose seizures are uncontrollable with 
the available drugs, who could then be used to study new drugs. 

The introduction of such special centere as the VA proix)ses and 
those which would presumably develop under a compreliensive care 
program should do a great deal to encourage the trial of new drugs. 

Mr. KYROS. Why don't we have this now ? We have all kinds of data 
on .sometliing like smoking, for example, the incidence of carcinogenics 
and the causality of cancer in patients smoking. "\Vliy don't we have 
the effect of various kinds of drugs on convulsive seizures and tlieir 
severity ? A\liy don't we have that ? 

Dr. DAI.Y. I think part of it is a rather complex problem, namely, 
that in many instances it takes years to discover the effects of the 
chronic administration of drugs. And I would point to tlie as yet in- 
completely understood phenomenon of the effect of antielipetic drugs 



95 

on folic acid metabolism. "We don't know what the long-term ef- 
fects are. 

There have been until very recently no studies on the effect of the 
administration to pregnant women of antiepileptic drugs. Those 
studies that have now been made suggest that we should look at tiiis 
pi-oblem much more closely. 

Mr. KYROS. What does an epileptic woman do if she becomes pi"eg- 
nant? What does she do? Does she take the drug? Does it have side 
effects on the infant ? 

Dr. DALY. There are two problems. There is the tendency for preg- 
nancy to aggravate seizures in the mother. There is also evidence that 
some, probably not all, antiepileptic drugs, particularly when given 
in the first 3 to 4 months of gestation, may increase tlie incidence of 
fetal malformations. Now the incidence is small—^90 per 1,000 births— 
but it is statistically significant and of the order of at least 100 percent 
increase in the number of fetal malfomiations. We have absolutely no 
clue as to what causes this. Some people think it is related to certain of 
the metabolites of drug transformation in the body, a group of com- 
pounds called epoxides. We know very little about genetic differences 
in metabolism of the drugs. Some women may l)e {>eculiarly vulnerable 
to producing different metabolic products. This area is completely 
unstudied. 

Mr. KYROS. Let me ask you this question. Dr. Wilder. "Wliat prob- 
lems are there in getting new techniques for treating epileptics adopted 
and utilized? 

Dr. Wri-DER. Primarily, Mr. Chairman, dissemination of informa- 
tion, really. We have develofjcd very active laboratory analysis of 
drugs and we received samples from many areas of tiie country. Yet 
you can move down our own State a few miles and people are imaware 
of availability. 

Now, we have tried through the Epilepsy Foundation of Florida, 
through the bulletins of the healtii-related services of the State of 
Florida, to disseminate information, and I think we have been success- 
ful to a certain extent. 

We tried to provide a service for the State of Florida and other 
areas in the United States. It primarily is. I think, one of education, 
one that a national spotlight would serve the pmpose of making such 
new advances available to the medical profession at large, and even 
more so to the patient population. 

I found oftentimes that a mother can enhance the treatment of her 
child when she goes in and asks lier dfx-tor. "Why aren't we using blood 
levels that they are doing at the ITuivei-sity of Florida," so the doctor 
gets on the phone and says, "What is this?" 

So I think it is education. It is attention to the things that are being 
done in a way that will spread the word. 

Mr. Kmos. Do you feel you have all the medical information at 
hand needed to treat the various epilepsies? 

Dr. Wri.DER. No, sir. There is a great deal of information we need. 
We mentioned some of these earlier. One is we need to know nuich 
more about genetic factors. AVe need to know more alwiit the effect of 
anticonvulsant drugs. For example, the most widely used anticonvul- 
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sant drug and the most eflFective, Dilantin—diphenylhydantoin— 
•only now are we really probing into the metabolism and the other 
effects that this drug may have. 

We need a great deal of clinical and moi'e basic research in this area. 
When I mentioned the amount $6.4 nullion, I think this is woefully 
inadequate for a problem of the magnitude that the epilepsies present. 

Mr. KYROS. Mr. Symington. 
Mr. SYMINGTON. Dr. Wildei-. this Dilantin that is one of the drugs 

that is used; aren't there studies that show it may cause birth defects? 
Dr. WILDER. Dilantin has be^n implicated in this way, sir. The stud- 

ies that have l)een done are what I would consider rather poorly can- 
trolled and there are huge populations of pregnant women who have 
been on anticonvulsant drugs, Dilantin Ymiig the most commonly used. 

Whether the Dilantin per se has a teiatogenic effect, or whether it is 
interaction with perhaps folate, of which Dilantin tends to inhibit the 
absorption and prevent the conversion of some of the folate forms, tliis 
needs to be clarified. 

In my own practice I had much rather the patient continue on her 
•anticonvulsive drugs than risk provoking a status epilepticus or seri- 
ous seizure situation. The risk is much higlier for that than the smaller 
risk for a possible birth defect. 

Mr. SYMI\(!TON. DO these studies indicate at what point in the preg- 
nancy the effect is likely to occur? 

Dr. Wiu)KR. It would occur in the formative period of the fetus, in 
the first trimester of pi-egnancy, and oftentimes by the time a pregnant 
woman realizes slie is pregnant the di'ug, if it has an eflfect, may have 
already had the deleterious effects. 

Mr. SYMIXOTOX. We use this word "studies" loosely. How conclusive 
are those and where are they ? Have you got them ? 

Dr. WiLUKR. I beg your pardon? 
Mr. SYMINGTON. Where are these studies that indicate that this drug 

may be harmful ? 
Dr. WILDER. There are collections of pregnant women and their ba- 

bies who have been on anticonvulsive drugs for a period of time during 
their pregnancy, and it is merely a matching-up of the malformations 
in their offspring as opposed to a control group. 

Mr. SYMINGTON. Wiiat is the increase? 
Dr. WILDER. It is about twofold. 
Dr. DALY. Tliere was a study published from Gieat Britain this past 

year in which they used three populations of patients. They used a 
population of epileptic women who were pregnant and receiving anti- 
epileptic diugs and who had an incidence of 90 per 1,000 births. They 
used a second population of epileptic women who were pregnant but 
not receiving antiepileptic drugs with an incidence of 60 per 1,000 
births. And they used a third population of nonepileptic women not 
receiving drugs with an incidence of 30 per 1,000. There was an increase 
of the Older of magnitude of 100 percent which appeared to be in- 
troduced by simply having epilepsy. When the epileptic women were 
also on either plienobarbital or diphenylhydantoin, there was an addi- 
tional 100-percent increase, so it seems inferentially clear that there 
is an effect of the antiepileptic drugs. 

There is a collateral line of evidence which was obtained from the 
•collaborative perinatal study carried out in this country under the U.S. 
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Pxiblic Health Service and NIXDS. and again there is a slightly in- 
creased incidence of fetal malformation rate in pregnant women on 
antiepileptic drugs. 

I would emphasize this problem is important and it needs much more 
careful study than it has had. 

Mr. SYMINGTON. SO it is twice as many women with epilepsy have 
malformed embryos than those who are not epileptics, and then twice 
as many victims of epilepsy who take a Dilantin-type drug have such 
problems as those who don't. 

I take it those which don't take that drug and which are epileptic 
take something else to control their seizures. 

Dr. DALY. Tlicse were patients with infrequent seizures who for this 
reason were not on any drugs. 

Mr. SYMINGTON. And Dr. Wilder says he would still rather take a 
chance, even knowing that this factor of 2 to 1 exists, because of the 
danger in allowing the women to go untreated. 

Dr. DALY. Don't misunderstand mo. The risks of miscarriage or 
abortion from a status epilepticus. recurrent seizures, I think would be 
much greater, and also we are still talking about a small number of 
patients. I am suggesting that there is reason to think tliese are not 
mocuous coinpoiuids, but we need to have more than inference or 
supposition. "\Ve need concrete data, and this is not available. 

Mr. SYMINGTON. Did the control groups used carry out your predic- 
tion that they would indeed lose their children without treatment? Is 
that demonstrated in the control groups? 

Dr. DALY. YOU mean the epileptic group without medicine ? 
Mr. SYMINGTON. Yes. sir. 
Dr. DALY. They had a greater risk than nonepileptic women, Vnit the 

risk was not as great as ejjileptic women on antiepile]>tic drugs. 
So there is a soit of increasing hierarchy of risk l)etween not being 

epileptic at all in which you still have some risk: being epileptic and 
in which the risk becomes greater: and being epileptic on antiepileptic 
drugs in which the risk is still greater. 

Dr. VAN PELT. Could I enlarge on what Dr. Daly is saying? I think 
there may l)e a little confusion here. The problem is talking about 
severity of the seizuie disorder. 

There are people that have very occasional .seizures even if they are 
not receiving medication, and these—I am not that familiar with the 
study that Dr. Daly referred to—but there are certainly women who 
go through pregnancy without taking anticojivulsants because they 
may not be fully aware of the fact they are epileptic. 

But people who have bad seizures and do not receive medication 
are at extreme risk of having unfavorable outcome from their preg- 
nancy. 

Mr. SYMINGTON. So we have to do research on these drugs ? 
Di'. DALY. Yes, sir. 
Mr. SYMINGTON. What is being done about that at the moment ? Is 

there a shortage of money, of direction? Is this something that you 
think Mr. Kyros' bill would have some relevance to? 

Dr. WILDER. Yes, sir, I wovdd say there is a definite shortage of re- 
search funds in this area. There is a great need to expand clinical- 
oriented drug research in direct relation to epilepsy as well as other- 
conditions, but certainly in epilepsy. Yes, sir. 
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Mr. STMINOTON. Are there other risks of drugs of this kind other 
than the ones we have been discussing concerning fetal malformation 
that are as yet untested and give us cause for concern but we do not 
yet fully understand them ? 

Dr. WILDER. It is always dangerous to take any drug, Mr. Syming- 
ton. As I am sure you are aware, the anticonvulsant drugs have been 
implicated in pro<3ucing various blood disorders, kidney problems, 
liver problems, tumor activation. The risk is again extremely low, but 
there is always risk in taking drugs. 

I think the antiepileptic compounds as a whole are probably less 
dangerous than many groups or drugs that people take. One of the 
tilings tliat attests to this fact is that I have many patients that have 
been taking Dilantin for 20 or 25 yeai-s; provided they brush their 
teeth faithfully, they have few gum problems and few other problems. 

But one of the things that is remarkable about the anticonvulsant 
drugs is when one embarks on treating a patient with them he is look- 
ing forward to probalily treating a patient for 10,15, 20 years or per- 
haps the remainder of his life. 

Mr. SranNGTON. Thank you very much. Mr. Chairman. 
Mr. KYROS. Thank you very much, gentlemen. We certainly appre- 

ciate having your testimony and I am sure it will be helpful to the 
full committee. Thank you very much. 

Our next panel is made up of four distinguished men who repre- 
sent a wide range of viewpoints in the social and rehabilitation field 
of epilepsy. The chairman of the panel is Mr. Harold Russell, widely 
known throughout the coimtry for his work as chairman of the Presi- 
dent's Committee on Employment of the Handicapped. 

I would ask Mr. Russell to introduce his copanelists. 

STATEMENTS OF SOCIAL AND REHABILITATION PANEL: 

HAROLD RUSSELL, CHAIRMAN, PRESIDENT'S COMMITTEE ON 
EMPLOYMENT OF THE HANDICAPPED; 

DANIEL SINICK. Ph. D.. PROFESSOR OF EDUCATION, DIRECTOR, 
REHABILITATION COUNSELOR EDUCATION PROGRAM, AND 
EDITOR,   VOCATIONAL   GUIDANCE   QUARTERLY,   GEORGE 
WASHINGTON UNIVERSITY; 

ANTHONY J. ARANGIO, Ph. D., ASSOCIATE PROFESSOR, SCHOOL 
OF SOCIAL WORK, UNIVERSITY OF TEXAS AT ARLINGTON, 
AND HEAD, COMMUNITY PLANNING AND ADMINISTRATION. 
UNIVERSITY OF TEXAS AT ARLINGTON: AND 

JACK MCALLISTER, DIRECTOR, DIVISION OF RETARDATION. 

DEPARTMENT OF HEALTH AND REHABILITATIVE SERVICES, 
STATE OF FLORIDA 

Mr. RussEivL. Thank you, Mr. Chairman. 
I speak for all of the panel when I tell j'ou we appreciate the oppor- 

tunity to testify on this bill which affects .so many people. 
As cliairman of the President's Committee on Employment of the 

Handicapped, I would like to say a few words about employment for 
Americans who happen to have epilepsy. May we consider these facts: 

Fifty percent of all persons with epilepsy can have their seizures 
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brouglit under complete control by medication. Another 30 percent can 
tave their seizures lessened in this way. 

It is estimated that one person in every 50 has epilepsy. That means 
that approximately 4 million Americans have epilepsy, of whom ap- 
proximately 1 million are adults. 

The rate of unemployment of persons with epilepsy is between 1.5 
and 25 percent—much higher than the national unemployment rate 
of around 5 percent. In other words, the unemployment rate of men 
and women with epilepsy is three to four times higher than for all 
other Americans. 

If persons with epilepsy had the same unemployment rate as others, 
there would be 50,000 unemployed. But they don't. Their rate is 15 to 
25 percent—and, again, let's go down the middle and use 20 percent. 
In numbers, this is 200,000 unemployed. 

The difference between what might be called a normal unemploy- 
inent rate and the unemployment rate of persons with epilepsy is 
1.50,000. These 150,00 men and women, we might conclude, are jobless 
for reasons having to do with their epilepsy. Perhaps employers won't 
have them. Perhaps society rejects them. Who really knows? 

According to Dr. Ronald Conley, economist at the Department of 
Health, Education, and Walfare, the lifetime earnings of the average 
f)erson are around $750,000. If that sounds high, it's because Dr. Con- 
ey took into account a continuing inflation into the future. 

Now if we apply Dr. Conley's figure to the 150,000 men and women 
who are unemployed for reasons having to do with their c)5ilepsy, 
we see that they are lx;ing deprived of lifetime earnings totaling tlie 
mind-boggling amount of $112 billion. That's not million, but billion. 

That is an amount equal to one-third of the entire Federal budget 
for this fiscal year. 

What an appalling loss—all because too many people with epilepsy 
are being deprived of their rightful opportunity to work, not by the 
actual fact of their disability—for remember, .50 percent of all seiz- 
ures can be completely controlled—but by the myth of their disa- 
bility that still luiks in the minds of so nianj- human beings. 

So much for the way things have been. What about the way things 
are likely to be? I do see hopeful signs on the horizon—but to roach 
them will ip(inire a wholehearted commitment by this countrj' and by 
all of us concerned with the destinies of those with epilepsy. 

One of the hopeful signs is the Vocational Rehabilitation Act of 
107.3, which stresses that priorities in rehabilitation services are to go 
to those who are severely handicapped. To make certain there is no 
question about it. the law itself defines a severe Iiandicap as one re- 
(|uiring multiple services over an extended period of time, i-esulting 
from a list of conditions, one of which happens to be epilepsy. 

Another hopeful sisrn is section 50.3 of that same act, which re- 
quires businesses holding Government contracts to have affirmative 
action programs on hiring handicapped persons. Not only must a 
companj' open its doors to all handicapped applicants who come in, 
it must make some outreach efforts to seek out qualified people. 

Half of all the businesses in America have Government contracts. 
And so, half of all the businesses in America are going to have to 
step up their efforts to hire those who are handicapped. 
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Still another hopeful sign is a refreshing new spirit by handi- 
capped persons themselves, of demanding their full rights of first- 
class citizenship in America, and all that first class citizenship im- 
plies. This, of course, also includes an end to job discrimination. 

Pi-esident Ford made note of this new spirit in his keynote address 
at the recent Annual Meeting of the President's Committee on Em- 
ployment of the Handicapped. He said: 

We are leaving an older day in wljich good-hearted people gave careful 
thought to what they think is best for handicapped people. And we are coming 
into a newer day in which handicapped people are expressing themselves, are 
making their voices heard, are arriving at their own declsion.s. 

An article in a recent issue of U.S. News and World Report noted 
the same spirit. It said: 

Today, unwilling to languish on the fringes of U.S. society, the handicapped 
are lobbying, filing legal actions, and demonstrating In the new spirit of what 
some call crutch power. 

So there is a problem and there is a promise. 
Now what can we do to help translate the problem into the 

promi.se ? 
We can encourage men and women with epilepsy to prepare for 

the labor market. Gone are the days when a peison can merely say, 
"Here I am, ready for work; I'll do anything." AVe are in an age of 
specialization, an age of skills. Vocational rehabilitation can provide 
that specialization, those skills—with priorities going to those with 
epilepsy. 

We can encourage employers to give more opportunities to qualified 
people with epilepsy. And we can do this by spreading the facts: 50 
percent of all seizures complete!}' controlled, 30 percent minimized, 
witli pioper medicines. These are reassuring facts, and employers need 
to be reassured, as a means of melting away the stereotypes of epi- 
lepsy that still lurk in their minds. 

And we can take our own inventories of qualified people with 
epilepsy ready and willing to work, so tliat when employers seek 
them out, under section 503 of the Rehabilitation Act, they will'be 
available. 

There is a new light on the horizon. Togetlier, we cnn march toward 
it. The Kyros Bill 1340.5 is a big step in the proper direction. 

Thank you. 
Mr. KYROS. Thank you. ifr. Russell, for a fine statement. T under- 

stand you have to catch a plane by 3:30 so if we could ask you a couple 
of f|uestio7is before you go. 

You talk about section r>03 which requires businesses having 
Government contracts to take affirmative steps on hiring handicapped 
jiersons. And also about the President's message on the handicapped 
which is a reaffirmation of a fine American policy. 

Are there any other specific things you think we should be doing 
besides this bill which will focus some spotlight? Anything in terms 
of employment, rehabilitation or vocational rehabilitation for epi- 
leptics .as a class? 

Mr. RUSSELL. Yes, sir, Mr. Chairman, T think one of the big prob- 
lems we face in the employment of people with e]Mlep.sy is the fact 
that there is a sad lack of understanding of their capabilities. 
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Primarily there must be a program of education to employers to 
show them that the person placed in the right job can do his job as 
well as if he had no disability including epilepsy. 

So, if wo can bring forth this affirmative thinking along with the 
compliance program of section 503 of the Rehabilitation Act we can 
do a great deal for handicapped people and also a great deal for 
American business providing the kind of people who can do the job 
that business requires today. 

Mr. KTROS. Thank you very much. 
Appearing with you on your panel is Dr. Daniel Sinick. professor 

of education at George Washington University. Also Dr. Anthony J. 
Arangio. associate professor of community planning and adminis- 
tration, School of Social Work at the University of Texas at Arling- 
ton. And Mr. Jack McAllister, director of the division of retardation 
of the Department of Health and Eehabilitative Services, Talla- 
hassee. Fla. 

Gentlemen, I want to welcome you all to the committee, I under- 
stand our next witness will be Dr. Daniel Sinick. 

STATEMENT OF DANIEL SINICK 

Mr. SINICK. Thank you. I am Daniel Sinick, professor of education 
and director of rehabilitation counselor education at George Wash- 
ington University in Washington, D.C. Currently editor of tlie 
Vocational Guidance Quarterly, which is the professional journal 
of the National Vocational Guidance Association. I am past president 
of the American Rehabilitation Coimseling Association and the Coim- 
cil of Rehabilitation Counselor Educators. I am also author of a 
chapter in the forthcoming l)Ook, "Epilepsy Rehabilitation." 

It is indeed a privilege to have been invited to share with you some 
views on epilepsy and the rehabilitation process, and on the profes- 
sional needs of those preparing to work with persons with epilepsy, 
with the families   of such persons, and with employers. 

Harold Russell, the distinguished Chairman of the President's 
Committee on Employment of the Handicapped, indicated some of 
the problems in attempting to gain employment. 

His testimony indicates that there is still a long way to go in edu- 
cating employers and correcting the myths and stereotypes developed 
over the ages. 

While employei-s constitute a key element in the vocational rehabili- 
tation process, rehabilitation counselors and other helping profes- 
sions, as well as paiaprofessionals, that make up the rehabilitation 
team need the best available information so that they can modify their 
own as well as employer's myths and stereotypes. Some up-to-date 
information is available, but its utilization in preservice and in-service 
training is minimal because of the apparently low priority given 
epilepsy by Federal and State agencies. 

Despite a paucity of hard data dealing specifically with epilepsy, 
evidence indicates that its priority is much lower than that accorded 
such disability categories as mental retardation, mental illness, and 
most recently drug abuse—^since the national attention it received 
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in 1968. Federal figures show a decline, indeed, in the proportion of 
persons with epilepsy rehabilitated by the Federal-State program- 
In fiscal 1966, of all clients successfully rehabilitated by the 
Government-sponsored program, only 2.1 percent wei-e persons with 
epilepsy. In fiscal 1970, this tiny figure became ever smaller, declin- 
ing to 1.7 percent. In fiscal year 197i>, the figure declined still further 

•to 1.5 percent. The question of. Why this trend? is certainly cause 
for concern. Especially so when the total number of rehabilitations 
nationally is at an all time high. 

Federal figures also indicate that close to a third of the applicants 
for lehabilitation services who have epilepsy are not successfully 
rehabilitated, despite the advances in the medical management of 

•epilepsy. Why were these persons with epilepsy unable to benefit 
maximally from the vocational rehabilitation process? What benefit 
did they gain, if any? Was the major problem a matter of misplaced 
priorities, insufficient numbers of deployed personnel inadequately 
prepared to rehabilitate persons with epilepsy ? 

While these questions call for relevant research to produce hard 
data on which answei-s might be based, it seems reasonably realistic 
to expect an increase in successful rehabilitations of persons with 
epilepsy if certain steps are taken. One step is to assure a higher 
prioiity to this disability category than the low priority it appears 
to have been accorded in the past. Another step is to foster further 
advances in the substantive aspects of the meflical management and 
vocational rehabilitation of persons with epilepsy. An additional 
step is to facilitate the dissemination and implementation of the latest 
pertinent knowledge, which is needed by rehabilitation counselors 
and other helping pei-soniiel, by clients themselves and their families, 
and by employers. 

That such information can be put to effective use in attitude change 
and ultimate rehabilitation has been demonstrated in the area of 
mental retardation, where comparable Federal figures are far more 
iavoiable. Instead of the exceedingly low percentages associated with 
vocational rehabilitation of peisons with epilepsy, about 12..5 percent 
of persons with mental retardation have been successfully rehabili- 
tated during the last 10-year period. Tliis more desirable rehabilitation 
rate has been brought about as a direct result of a sound national 
plan by a Presidential panel on mental retardation in 1062. The time 
is obviously past due for a unified national thrust for those with 
epilepsy. 

Mr. ivYKos. Thank you. Dr. Sinick. 
I undei-stand you also have to leave. 
Mr. SixicK. I teach and I have a class coming up at 4 o'clock. 
Mr. KYKOS. I have just a couple of (piestions for you. 
What you point out in y<nir statement is. in essence, that there is not 

much sense in rehabilitating peo|)le. in going to that great effort, if 
employers have not been educated and won't even hire them. So you 
have a twofold problem. 

^Ir. SixiCK. Yes. sir. 
Mr. KY-ROS. HOW do you get to the employers? ^^liat do you do to 

enrployers to educate them? They are trying to make a living in a 
difncuit period and they have their pioblems. Why should they take 
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someone wlio hus epilepsy whicli gives them cause for concern? It 
mijrlit mean putting a guard on a SKill saw or on a lathe which they 
don't want to do. 

Mr. SiNiCK. Rehabilitation counselors who try to obtain employ- 
ment for pei-sons with epilepsy have a way of preparing for one of 
the things tiiat employers will say. They have a list of objections that 
employers ordinarily make and things to say to counter these objec- 
tions but it is fairly mechanical. 

It is hard for employers to accept stat*istics which are based upon 
studies that show pei-sons with epilepsy have no more accidents than 
othei-s without epilepsy or that their absenteeism rate is no less favor- 
able or things of that kind. 

They are concerned with a position they have to fill with a person 
with epilepsy and tliey have a lot of vague fears and anxieties based 
upon lack f)f knowledge and it is hard—actually the professionals in 
the field are inade<}uately prepared to counter these objections of 
employei-s. 

So, education has to occur not only on the side of employei-s but 
there has to be an enluxnced expertise on the part of the helping 
professionals. 

Mr. KvKos. IIow about the prepaiation of rehabilitation counselors. 
Is that adequate to serve peisons with epilej^sy? Are we training that 
kind of counselors today? 

Mr. SixiiK. The realities of funded programs suggest that the same 
priorities are accorded the preparation of rehabilitation counseloi-s 
that are nationally sponsored and so without prioiities and consetjuent 
funding to support the preparation of rehabilitation counselore with 
particular expertise to deal with peisons with epilepsy, the i)rograms 
do not have the wherewithal or the inclination to put their priorities 
where that paiticulai- need it. 

Mr. Kviios. Thank you veiy much, Dr. Sinick. I appreciate your 
taking time out to come here today. 

Our next witness will be Dr. Anthony J. Arangio from the Univer- 
sity of Texas. 

Dr. Arangio, welcome to the committee. 

STATEMENT OF ANTHONY J. AKANGIO 

Mr. ARANT.KI. Gentlemen. T appreciate the opportunity to appear be- 
fore the committee to testify regarding tlie lu-ed for the establishment 
of a National Advisory Commission to develop a national plan for the 
conti-ol of epilepsy and its consequences. 

I am Anthony J. Aiangio. Ph. 1).. associate professor and head of 
the comnumity planning and administration. School of Social Work 
nt the University of Texas, and vitally concerned and involved with 
the needs of persons with epilep.sy. 

Tf I may be allowed one personal reference in deference to the chair- 
man. In the research that T have conducted and scholai-s have noted 
that epilepsy was a woi-d that wns designed by the Greeks and I think 
it should not go unnoticed that one with Greek ancestry may once 
again help to redefine that word in our country. 

Mr. KiTjos. Someone told me that since the Greek language was 
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used to identify all these diseases the Greeks must have had a lot of 
tliem in those days. 

Mr. ARANCIO. Ilopcfully an Italian like myself may be able to help 
you out, Mr. Chainnan. 

"i*ou have heard tlie consumer panel discu.ss in great detail tlie 
stigmata attached to epilepsy. My testimony in fuither detail goes 
through the same kind of encountoi-s that eitlicr parents or people 
themselves with epilepsy go,through. And I think it really was very 
eloqutntly stated by the panel. 

I don't wish to go througli the entire thing. 
I alsio wisli to share your dismay with Dr. Bernstein's view. I think 

this dismay may be an imderstatement. 
As w«i know, epilepsy is not contagious, but fear is. Many of the 

present day stigmas attached to epilepsy, both psychological and 
social, originate in an unfortunate history linking epilepsy with 
possession by demons, magic, and mystical philosophies. 

These accounts, seen as history and literature, are interesting in that 
they describe early attitudes toward epilepsy, but they have now be- 
come bases for generalizations about epilepsy. Many of these early 
myths hai'e been destioyed by recent research but many others con- 
tinue to exist, which have led to prejudice and discrimination against 
those wlio have epilepsy. For example, some recent research figures 
siiow that thei'e is greater prejudice against persons with epilepsy than 
against pei-sons with a mental illness, yet studies also show that meas- 
ured attitudes are better today than say 20 years ago. 

Studies by (Joldin have indicated that the psychosocial functioning 
of the person with epilepsy is most accurately described as a constant 
interaction of social systems in which he is deeply involved and which 
greatly influence his activities and adjustment to life. These systems 
include the family, the school, and vocational and health and welfare 
agencies, systems all cnicially important to healthy psychosocial 
adjustment. 

The general public's attitudes toward epilepsy create a stigma 
that compounds already existing attitudes toward the handicapped. 
Tliis stigma can have only negative effects on the child with epilepsy. 
Parental attitudes and the home enviionment are important for all 
cliildren, but even more so for the child with epilepsy. Feai-s. anxieties, 
and lack of specific information may create tensions in the home, 
wliich then strongly influence the child's adjustment to activities out- 
side tlie liome. In what ways does the onset of epilepsy upset, alter, 
and stiain the family's diiUy living patterns? 

Family members may react in a number of waj's to the child with 
epilepsy. Parents may become depressed over the loss of a perfectly 
noimal child, they may feel unable to cope with many of the problems 
caused by their child's epilepsy, and they may also become hostile, 
angry, defensive, and resent the child. The additional losses of time, 
money, and social contacts may place a heavy burden on the famil^v's 
patience and resources. Since the child may receive special attention 
5Hid privileges from his parents, his brothers and sisters may resent the 
added attention he i-eceives. 

What effect does all this stress have on the child who has epilepsy? 
He is faced with the many problems of understanding what he has. 
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the necessity of taking medication, and the reactions of his family, 
teachers, and friends. He is the one most closely affected by his epilepsy 
which may create complex self-identity problems. The child who faces 
luany of these social and family problems may compensate by fighting 
back. Thus, while some persons witli epilepsy may display behavioral 
problems, it should be remembered that these may be normal reactions 
to abnoi-mal situations. 

When the child reaches school age, teachers' attitudes can further 
set the stage for acceptance of the child by his peers or they can help 
to further cement the stigma of epilepsy in other children's minds. 
Before a seizure occurs, teachers may treat the child with epilepsy 
like any other child. However, the moment the child has a seizure, he 
is set apart from others and becomes an epileptic—no longer a child 
who happens to have epilepsy. Teachers become wary, other children 
are influenced by the teacher's behavior, and the child is frequently 
ostracized. Other parents may refuse to let their child play with him 
and the normal activities of growing up are suddenly closed to the 
child—closed overwhelmingly by the public's attitudes toward epi- 
lepsy, not the epilepsy itself. 

As others will probably testify, problems of employment for the 
handicapped person still exist. Concerned about the need for extra 
supervision, possible absenteeism, and the ability for sustained work, 
potential employers are reluctant to hire persons with epilepsy, and 
individuals dealing with employers have been only partially success- 
ful in altering such fears. Most employers, before they will consider 
hiring a pei'son with epilepsy, must nave had previous positive experi- 
ence with hiring them or know of another employer who had had such 
experience. 

If employers would be more realistic in their hiring practices, many 
people with epilepsy could be employed, for many recent studies have 
shown that often people with epilepsy have less absenteeism than other 
workers, need no more supervision, and in fact are more conscientious 
about their work than others. How-ever, the stigma of epilepsy, more 
than any other reason, keeps them from finding and keeping a job. 

Another area also exists where the stigmas attached to epilepsy have 
had great impact—State legislation affecting persons with epilepsy: 

Drivers' licenses.—The most common requirement for persons with 
epilepsy is medical certification of seizure control over a specified 
period, and license applications in a number of States specifically ask 
about one's histor>' of epilepsy. Many of these restrictions are legiti- 
mate, for if a person's epilepsy is not well-controlled he should not be 
driving. On the other hand, recent studies have indicated that most 
accidents involving persons with epilepsy were not caused by the 
seizure itself. In spite of this fact, as of 1972, one State still prohibits 
the licensing of persons with epilepsy, totally, yes. sir. 

Well, there is an exclusion clause and after a great deal of study it 
still is on the books as excluding the person with epilepsy, yes, sir. 

And I have that State and I won't say unless you ask me  
Mr. KYROS. What State is it ? 
Mr. ARAXOIO. Mississippi. 
Mr. KYROS. My goodness. 

41-«22 O—74 8 
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Mr. ARANOIO. In the area of marriage—although no legislation in 
the United States is directed toward preventing the marriage of per- 
sons with epilepsy, the fact that as late as 1965 three States still pro- 
hibited this is another appalling indication of the scope of the stigma 
attached to epilepsy. 

Sterilization.—As of 1972 nine States reported sterilization l&ws 
applicable to persons with epilepsy. The laws in each of these States, 
except for one, authorize the sterilization of inmates with epilepsy 
under certain prescribed conditions, even though there is presently no 
absolute evidence linking hereditary factors to the occurrence of seiz- 
ures following head injury or trauma to the brain. Since these are be- 
lieved to be two major causes of seizures, many authorities have con- 
cluded that heredity plays a minor role in the majority of seizures. 

Special education.—As of 1972 only three States have legislation 
provisions for special education of children with epilepsy, who, by 
reason of their epilepsy, cannot profitably or safely attend public 
school. 

Insurance.—In light of more modern methods and new advance- 
ments in the treatment and control of epilepsy, the fact that persons 
with epilepsy will report difficulty in obtaining life, health, and auto 
insurance at reasonable rates, if at all, is just one additional indication 
of the stigma attached to epilepsy. In many States insurance is virtu- 
ally impossible to obtain if one has epilepsy. 

There is one additional area which I would like to briefly explore 
in relation to the stigma of epilepsy and that is the realm of public 
attitudes. As far as social prejudice and stigma are concerned, there 
has been a change over the years in the public's attitudes toward per- 
sons with epilepsy. 

The American Institute of Public Opinion has traced American 
attitudes toward pei-sons with epilepsy from 1949 through 1974. Over 
the years, the number of people favoring employment for a person 
with epilepsy has increased although in 1974 an estimated 11 million 
people were still opposed to persons with epilepsy working, and an 
estimated 7 million people were still opposed to their child playing 
with a child who has epilepsy. In general these statistics indicate that 
tliere is still an appalling number of people who are uninformed about 
most medical and social aspects of epilepsy. 

In summary, the basis of most prejudice is fear, and in the case of 
public prejudice against persons with epilepsy, the fear is of the sud- 
den loss of physical and emotional control. The person with epilepsy 
is frequently feared and often hated because without warning and in 
any situation he may unpredictably lose control of his consciousness 
and movements. The suddenness of the attack, as well as the lack of 
warning, contributes greatly to this prejudice. 

These facts and observations that I presented to you are fine and I 
hope informative, but where do we go from here? How much longer 
will the person with epilepsy absorb the stigma of his symptoms? 

"VkTiile the attitude measures improve, at least on paper, what is 
really happening to the individual in the areas of education, jobs, 
drivers licensing laws, et cetera? Obviously, State legislation affecting 
persons with epilepsy is not consistent among the States. One of the 
beneficial by-products of the National Commission is the formulation 
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of model legislation statutes in every State, which are consistent with 
each other. 

Without a doubt, a National Advisory Commission is needed now to 
review the numerous facets affecting this disability group and to iden- 
tify the positive approaches as well as the gaps as it concerns the epi- 
lepsies. For only through a coordinated effort will the roots of 
prejudice toward epilepsy ever diminish. 

Mr. KYROS. We will have to suspend for a few minutes. I have to 
answer that vote, which is an amendment, and we will recess the com- 
mittee for 10 minutes. We will be right back. 

[Brief recess.] 
Mr. KTHOS. The committee will come to order. 
The last witness on the social and rehabilitation aspects of this prob- 

lem is Mr. Jack McAllister, director, Division of Retardation, Depart- 
ment of Health and Rehabilitative Services, Tallahassee, Fla. 

Mr. McAllister, welcome to the committee. 

STATEMENT OF JACK McALLISTER 

Mr. MCALLISTER. Thank you, Mr. Chairman, with your permission 
I have submitted a written statement which I would like included in 
the record, and in the interest of time I believe I would like to sum- 
marize that statement. 

Mr. KTROS. Without objection, so ordered [see p. 108]. 
Mr. MCALLISTER. I am most pleased and gratified to be able to be 

here to express enthusiastic support for the bill which you have intro- 
duced calling for a National Commission on Epilepsy. 

I speak to you today both as a State administrator and as chairman 
of the Development Disabilities Planning and Advisory Council in 
Florida. 

We have made significant beginnings toward progress for persons 
with epilepsy in Florida as an outgrowth of the developmental dis- 
abilities movement. I am sure you are aware that the honorable chair- 
man of this subcommittee, Mr. Paul Rogers, was the sponsor of that 
legislation in 1970. 

What has occurred in Florida is that the State of Florida has 
teamed up with the private sector and in appropriating a planning 
^ant from developmental disabilities to the State epilepsy founda- 
tion, a conference was held of statewide significance bringing in top 
oflBcials as well as voluntary leaders throughout the State which 
resulted in the secretary of the department of health and rehabilitative 
services calling for a 5-year action plan for epilepsy in the State of 
Florida. 

A task force was appointed which came up with that 5-year action 
plan, Mr. Chairman, and I have a copy of it here with me today.' That 
report contained 88 verv specific recommendations, as well as target 
dates for their completion, and pinpointed those people in both the 

• "Florida's Five Year Action Plan for EpUeTwy." a comprehenMre nerrlcf's plan deslunod 
to focus upon the needs of persons sufferinK from epilepsy, a cooperative effort of Florida's 
Developmental Disabilities Planning and Advisory Council: Florida Kpllepsy Fniindatlon: 
Department of Health and Rehabilitative Services. Division of Retardation and Division 
of Planning and Evaluation. This publication may be found In the committee's files. 
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executive branch of Government and the private sector having respon- 
sibility for carrying out the various action points. 

To date, of the 88 action points wliich were brought forth in that 
task force's 5-year action plan, after 9 months of implementation 36 
have been completed or are on their way toward completion. 

I would like briefly just to summarize a few of the areas which 
resulted from that particular plan. Recommendations which have been 
implemented include, in medicine, a system of blood level analyses 
through whicii we are reaching more of the general people throughout 
Florida who are medically indigent. This diagnostic procedure is being 
used all throughout the State through the cooperation of Dr. Wilder 
whom you heard from earlier. 

In addition, the State's division of health has expanded its program 
of providing for anticonvulsant drugs to tlie medical needy. 

In education, legislation has been enacted to provide for school 
health services with primary emphasis on having available, a nursing 
aide in every school, trained to provide improved first aid for the child 
with grand mal seizures. 

Also, epilepsy has been defined by the board of education as a cate- 
gory of physical handicap in State special educational guidelines. 

In the area of transportation, documentation was completed on 
sound administrative procedures to be used in licensing drivers with 
epilepsy and otlier disabilities. These results confirm the need for 
legislative action to avoid possible discrimination. 

Now, to further the implementation of the plan, our State legisla- 
ture has recently appropriated $562,500 to provide a statewide system 
of information and referral, social casework services, and for the pro- 
vision of neurological assessment for the needy. 

Additionally, in the area of employment, legislation was enacted in 
May to provide subsidization by the State of around $500,000 t5 
sheltered workshops who served the substantially handicapped devel- 
opmentally disabled, including the person with epilepsy. 

In addition, our State division of vocational rehabilitation has 
assigned one counselor to sei-ve in each of the State's 16 regions, 
specifically for persons with epilepsy. These are just a few of the ex- 
amples, Mr. Chairman, of what Florida has been able to produce 
through the use of a 5-year action plan. 

We feel that the action plan is highly needed and sigiiificant, because 
it serves as a base line document for instigating administrative change, 
as well as for formulating this very needed legislation. 

There is an old saying that planning without action is futile, but 
action without planning is fatal. 

We commend you for your bill, Mr. Kyros, calling for the National 
Commission on Epilepsy, for a long-range plan for persons with 
epilepsy. 

We feel that it is vitally significant and highly needed, and we hope 
that you will press forward to its passage. 

[Mr. McAllister's statement follows:] 

STATEMENT OF JACK MCALLISTER, DIBECTOR, DTVISION OP RETARDATION, DEPABT- 
MENT OF HEALTH AND REHABILITATIVE SEBVIOGS, STATE OF FLORIDA 

Mr. Cbairman and members of the Subcommittee, It Is with a great deal of 
pleasure that I have the opportunity to emphasize the Intense need to support 
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the Bill before you which calls for a National Commiggion on Bp(lep»V- I am 
Jack McAllister, Director of the Division of Retardation in the Department of 
Health and Rehabilitative Services for the State of Florida. 

I would like at this time to describe some of the events taking place in behalf 
of persons with epilepsy In Florida. As the Honorable Chairman of this Sub- 
committee (Paul Rogers) was the sponsor of the Developmental Disabilities 
legislation in 1970, you will be pleased to know of the inroads established as a 
direct result of this mandate. 

For example, the combined efforts of the Florida Epilepsy Foundation, Florida's 
Department of Health and Rehabilitative Services Division of Retardation, De- 
velopmental Disabilities Advisory Council and significant action by Governor 
Buben Askew, have resulted in two years of exemplary action planning and 
specific steps to coordinate existing resources, identify areas of unmet needs 
and crystalize the State's responsibility for services to persons with epilepsy. 

In July, 1972, a Developmental Disabilities Planning Grant was awarded to the 
Florida Epilepsy Foundation which provided the vehicle for an intensive, State- 
wide planning effort which culminated in a Five-Year Action Plan. 

A copy of the finished Five-Year Action Plan for Epilepsy was presented to 
each State agency in Florida (which I wish to submit for the record'). This 
Plan was identified as capable of providing services to persons with epilepsy. 
A majority of the agencies were represented on the Developmental Disabilities 
Council (DD) and, therefore, had been involved early in the planning. 

Progress to date In the Implementation of the Five-Year Plan for Epilepsy has 
moved along rather well for this long ignored problem area and thus far, this 
long-range Plan has proven highly productive in terms of progress for persons 
with epilepsy. For the Plan serves as a blueprint for bringing about beneficial 
administrative actions as well as a sound base-line documentation for framing 
future legislation. 

Allow me to ILst but a few of the recommendations, in the various areas: 
In Medicine, blood level analyses should reach more of the general public 

throughout Florida who are medically Indigent as a screening and diagnostic 
procedure. 

In Education, legislation should be enacted to provide a program of school 
health services with primary emphasis on having a nursing aide available in 
every school trained to provide improved first aid for the child with grand 
mal convulsions. 

In the area of Transportation, documentation was completed on sound adminis- 
trative procedures to be used in licensing drivers with epilepsy and other dis- 
abilities. These results confirm the need for legislative action to avoid possible 
discrimination. 

In the Administrative realm, consideration is being given to change of the 
name and responsibllltiy of the Division of Re*'ardation to be consistent with 
Developmental Disabilities, thereby focusing on not just one disability group, 
but on the population described in the mandate. 

While many other pertinent recommendations were made in areas such as 
legal problems: day care; employment and recreation; I would now like to 
describe a few visible positive steps which have just recently taken place. 

For example, the Florida State Legislature has appropriated $562,500 to 
provide a State-wide system of information and referral, social work services, 
and the provision of neurological assessment for the needy. 

In the area of Employment. legislation was enacted to provide subsidization 
by the State of around $500,000 to sheltered workshops who served the substan- 
tially handicapped developmentally disabled, including the person with epilepsy/. 
These funds should serve as an incentive to workshops to give greater attention 
to these persons. 

In addition, the State "S'ocatlonal Rehabilitation Agency has assigned one 
couaselor to serve in each of the State's 16 regions. Those assigned will be re- 
ceiving intensive training in epilepsy rehabllitaMon during September of this year 
and work closely with the Epilepsy Foundations throughout the State. 

Also of significance Is the fact tha* blood level analyses of antlconvulsant 
medication was to be completed on all Institutionalized clients of the Depart- 
ment of Health and Rehabilitative Services within this year to upgrade medical 
care In all State Institutions. 

' May be found In committee'R files. 
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This is but a sampling of the progress derived to date from the Action Pton. 

A Plan which served as a blueprint for bringing about beneficial administrative 
actions as well as a sound base-line documentation for framing needed legisla- 
tion. We highly recommend that a similar long-range action plan be developed 
for the nation—and for this reason, urge your consideration of the Bill before 
you calling for a National Commission on tlie Epilepsies. 

The Five Year Action Plan for Epilepsy in Florida has proved to be highly 
successful, and I feel strongly that the establishment of a National Advisory 
Commission to develop a National Plan for the Control of Epilepsy and its 
Consequences will prove highly successful for the Nation. 

Mr. Kynos. Thank you. 
What about the various agencies that j'ou have in Florida? You 

know, other kinds of administrative agencies, have they made commit- 
ments to the plan ? 

Mr. McAi.i.isTf:R. Yes. they did. We have an umbrella agency called 
the department of health and rehabilitative services, where we have 
11 divisions. I have the retardation apency. which is also the adminis- 
tering agency for developmentally disabled. 

We also have vocational rehabilitation and public health and family 
services, which is our welfare, and all of the other agencies. 

But in addition, the State department of education has made com- 
mitments on the basis of this plan, as has the department of trans- 
portation, and other dei)artments of government which are not in that 
umbrella agency. 

Mr. Kmos. You feel clearly there should l)e some kind of a long 
planning, no matter what happens witji our commission, somewhere 
that long-range planning has to come out. 

Mr. AICALI,ISTT':R. I think you have to have a focal point, Mr. Chair- 
man. The plan gives you not only the focal point, but it makes people 
think about what they are doing or they are not doing for persons 
with epilepsy. 

Many agencies have money which can be brought to bear on the 
needs of persons with epilepsy, if the need is highlighted and if they 
are told what is needed and a timeframe is assigned to that. 

Mr. KYROS. Has the Florida plan produced the significant adminis- 
trative changes you have seen? 

Mr. MCALLISTER. It certainly has. I have just highlighted for you 
the appropriation of better than a half million dollars for epilepsy, 
as well as the workshop subsidy bill of a half million dollars. 

We are estimating at this time that benefits which have accrued 
administratively to persons with epilepsy probably equal two to three 
times what has been appropriated directly. 

Mr. Kvnos. So, as you explain, I think that the national plan, if we 
could formulate a national plan, would try to do what Florida has 
already led the way to doing. 

Mr. MrALLisT!':R. Absolutely, yes, sir. 
Mr. KYROS. Well, thank you both very, very much, and we cer- 

tainly appreciate your taking the time necessary in coming to give 
your testimony to the committee. 

Our final panel today will discuss attitudes, information, and 
education. 

I certainly appreciate these gentlemen and ladies waiting so long. 
We have with us Dr. Scott Simonds from the School of Public 

Health, Ann Arbor, Mich., University of Michigan; Mr. John D. 
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Funnan, Jr., Cox Broadcasting Co., Atlanta, Ga.; Mrs. Majorie 
Steitz from Bethesda, Md.; Mr. James W. Autry. Editor of Better 
Homes and Gardens, I)es Moines, Iowa, and Dr. George Gallup, Jr., 
American Institute of Public Opinion, Princeton, N.J. 

Welcome to the committee; delighted to see you all here. 
First I would call on Dr. Simonds. 

STATEMENTS   OF  ATTITUDES,   INTORMATION  AND   EDUCATION 
PANEL: 

SCOTT K. SIMONDS, DR. P.H., PROFESSOR, HEALTH EDUCATION, 
AND DIRECTOR OF HEALTH EDUCATION PROGRAM, UNIVER- 
SITY OF MICHIGAN, SCHOOL OF PUBLIC HEALTH; 

JOHN FURMAN, BROADCAST STANDARDS. COX BROADCASTING 
CORPORATION, ATLANTA, GA., AND PRESIDENT, GEORGIA 
CHAPTER, EPILEPSY FOUNDATION OF AMERICA; 

MARJORIE STEITZ, BETHESDA, MD.; 
JAMES AUTRY, EDITOR-IN-CHIEF, BETTER HOMES AND GAR- 

DENS, DES MOINES, IOWA; AND 
GEORGE GALLUP, JR., PRESIDENT, AMERICAN INSTITUTE OF 

PUBLIC OPINION 

Dr. SiMoxDS. Thank you, Mr. Chairman. 
For purposes of brevity at this late liour, I would request that the 

written testimony submitted would be included in the full record 
[see p. 112] and by refei-ence the report of the President's Committee 
on Health Education which I have also supplied to the staff. 

Mr. KYROS. Without objection, so ordered. Doctor. 
Dr. SIMONDS. Just by way of a few intro<luctory remarks and com- 

ments, I should say that the substance of my testimony has been pre- 
sented, and presented more eloquently than perliaps I could have done 
it, by the consumer panel and the otlier members who liavc testified 
or will testify in this particular panel. 

But I could say that in no other health problem that I have worked 
in professionally over 25 years in public health education have I found 
one that has been more difficult or one in wliich the iicalth education 
component was more obvious than in the area of epilepsy. And per- 
haps epilepsy as an educational problem is the most difficult. 

It is clear that the stigma, tlie distorted views and ignorance sur- 
rounding the epilepsies continue to create problems for the persons 
with epilepsy and the communities in which tliey live. 

It is also clear that we have made some progress in attitude changes 
over the years. But it is also even clearer that much more needs to be 
done, if we are going to have better employment, less discrimination 
on the job, less rejection socially, improved case finding and better 
community health services for the persons with epilepsy. 

I would support the formation of a National Commission on 
Epilepsy, and have suggested in my testimony in written form some 
possible charges that might be considered. 

I think the appointment of a statutory commission on epilepsy could, 
in itself, be a major educational effort in that it will confirm for the 
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patient with epilepsy and the coninuinity in general, that this is a prob- 
lem that should be brought into the open, that it deserves a national 
spotlight, and that it is brought into a framework that can lead to new 
policies and programs. 

If appointed, it would seem to me that the processes used by the com- 
mission have the potential for also being educational in nature and 
making a significant contribution to the change in knowledge, under- 
standing and attitudes w-hich are held by the public, and by the profes- 
sionals, and by the individuals witli epilepsy. 

I would hope, therefore, that if the commission is appointed, and I 
would strongly urge that it be, that the process be one by which the 
country at large can learn of the significance of this issue and can par- 
ticipate in the planning for the solution of the problem. I think we 
have seen too many reports filed, and this one is too important to be 
filed. 

Thank you. 
[Dr. Simonds' prepared statement follows:] 

STATEMENT OF SCOTT K. SIMONDB, DB. P.H., PBOFESSOK, HEALTH EDUCATION, AND 
DiRECTOB OF HEALTH EDUCATION PROGRAM, UNIVEBSITY OF MICHIGAN, SCHOOL OF 
PUBLIC HEALTH 

My name is Scott K. Simonds. I am Professor of Henlth Education and Di- 
rector of tlie Health Education Program of the University of Michigan School of 
Public Health. The Program in Health Education is currently the largest such 
program in any School of Public Health and trains specialists in public health 
education at the graduate level. I have served most recently as a member of The 
President's Committee on Health Education, which studied the problems in health 
education throughout the United States and presented its report to the President 
last year. I have served as the President of the Epilepsy Center of Michigan, a 
state level voluntary organization with extensive services for patients with 
epilepsy, and as President of the Society for Public Health Education, the major 
professional organization concerned with public health education in the United 
States. 

As an introduction to my remarks, I would like to enter into the record for 
purposes of reference for this committee, a copy of The Report of the I^esident's 
Committee on Health Education.' The report describes in broad scope the general 
problems in health education and recommends action steps at national, state, 
and local levels. It was clear from the studies carried out by The President's Com- 
mittee on Health Education that the allocation of resources to the health educa- 
tion field have been seriously neglected at all levels of government. In the vol- 
untary sector there is both fragmentation and duplication in health education. 
Two major remedial actions were recommended Including the development of a 
National Center for Health Education and the development of a focal point within 
the Department of Health, Education and Welfare to direct and coordinate health 
education programs throughout the Department. 

As a member of The President's Committee I am pleased personally that the 
Secretary for Health, Education, and Welfare, through the Under Secretary for 
Health has taken steps to create these organizations, for without the support and 
leadership of the Department in health education there will be no sound health 
education policies and programs at the national level and we will have missed 
a great opportunity to advance the cause of health through education. 

Of all the health conditions or health problems with which I have been as- 
sociated as a professional health educator over the past 'ZTt years, none has been 
more difficult to deal with than epilepsy. The problems of the patient with 
epilep.sy are Inexorably linked to the knowledge and attitudes of his family and 
the larger comnmnity of which he is a part. The concept the patient with 
epilepsy has of himself, his abilities, and his potentialities are a product of the 
interaction between himself, his family, his peers, his teachers, his potential 
employers, and the community at large. When the attitudes of the public at large 

^ May be found In tbe committee's flle. 
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and the significant others with whom the patient comes In contact are such as 
to tell him in effect, that he is not a ijerson of worth or a person with human 
potential, then he frequently comes to share these views. The valuable con- 
tributions of at least four million Americans are frequently diminished as a 
result of public attitudes. 

As long as epilepsy is misunderstood and creates images of irrational human 
beings in the minds of government otficials, police officers, employers, teachers, 
and the public at large, the individual witli tliis disorder suffers, and in conse- 
quence society at large loses the benefits of their being active contributing 
members of that society. Specifically, individuals with useful skills are not em- 
ployed where they could use those skills maximally. Children in schools are 
prevented from doing things that other children may do. The list of problems 
goes on and on. 

Through the public health education efforts of such organizations as the 
Epilepsy Foundation of .America and its affiliates, and through selected govem- 
luental and some other voluntary agencies, some progress has l)een made in public 
understanding and attitudes towards epilepsy. The six major public opinion 
studies by the American Institute of Public Opinion over the last 25 years, indi- 
cate that some ideas about epilepsy held by the public have changed. There is 
more support now for employing persons with epilepsy than there was 25 years 
ago. There is more understanding that epilepsy is not a form of Insanity, than 
there was 25 years ago. We find many fewer regional differences in these opinions 
than we did 25 years ago. 

Public health education programs reaching i)eople through local organizations 
supported and backstopjted through state and natioiuil organizations, and rein- 
forced through the mass media, particularly the national mass media, have 
made substantial progress in changing the image of the patient with epilepsy but 
continued and expanded efforts are needed. The educational programs of these 
agencies have al.so made substantial contril>utions to the public's understanding 
of the needs for special services for the patient with epilepsy, and this too is an 
important educational task which needs to be accelerated. 

The changes in public opinions and attitudes about epilepsy that we have 
witnessed over the last 25 years give us hope for the future and the need to have 
public health e<lucation Integrated with wliatever programs are developed for 
prevention and control of epilepsy. No national plan for epilepsy can succeed 
without a public health education comi)onent, in my opinion. 1 would support the 
formation of a "National Commission on Epilepsy and its Consequences" and 
would recommend that its charge include at least the following : 

(1) The study, analysis, and documentation of the key public health 
education problems in epilei«ty, 

(2) The evaluation of the effectiveness of current public health education 
efforts by both voluntary and public .sectors, 

(3) The study and analysis of the systems by which public health educa- 
tion programs can be develoi)ed and sustained more effectively, and 

(4) Tlie establishment of priorities for public health education, including health 
education manpower requirements, training of existing personnel in health 
education methods; development of program models, materials and media; and 
implementation of evaluative studies that will continually provide new data 
on ways to improve quality of health education .services. 

Mr. KYROS. Thank you. Dr. Simonds. 
Our next witness is Mr. John D. Furman, from Cox Broadcasting. 
Mr. Furman. 

STATEMENT OF JOHN D. FURMAN 

Mr. FrRM.\N. Thank you. Mr. Chairman, members of the committee. 
I am John D. Furman of Atlanta, Ga. I am in charge of broadcast 
standards at the Cox Broadcasting Corp. I am also president of the 
Georgia chapter of the Epilepsy Foundation of America. 

At the heart of EFA's work "is the volunteer etfort in local communi- 
ties throughout the Nation. In Georgia we serve 90,0(H) i)eople with 
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epilepsy and a major part of our work is in the area of public health 
education. 

The materials and assistance which we receive from our own na- 
tional headquarters is, of course, tlie means on which we build our 
programs and we scincerely appreciate the caliber of professional help 
we are given. Other organizations also have educational materials 
available, but there are very precious few of tliem. Thus far the load 
is carried primarily by EFA. However, it is at the local level where 
much of the information and education work must be done. This is 
wliere tlie people are. This is where we can be of the greatest help in 
providing for the specific needs of those with epilepsy and the many 
other segments of the public who need to know more about this dis- 
order. I have attaclied our Annual Services Report for your 
review [see p. 116]. 

For instance, I am familiar with the surveys which indicate the 
limited extent to which doctors can find time to distribute informa- 
tional material to their patients. These are very busy men and only 9 
percent provide any literature from any source to their patients. And 
yet, the patient or parent frequently has many, many questions that 
it woud take reams of paper to answer. 

Of coui-se, as a broadcaster I am fully aware of the value and the 
need for national information programs through national television 
and radio, newspapers, magazines. There are 7,640 radio stations in 
tliis country. The cost of producing and supplying just one i-ecorded 
message to those radio stations can total $25,000—and this is with the 
talent provided free of charge. There are some 940 television stations. 
The comparable cost of producing and supplying one television com- 
mercial is about $21,000. I liave heard of governmental support of 
alcoliolism, drug abuse, and others. And I cannot help but feel that 
similar help is needed on the problems of the epilepsies. This provides 
a national umbrella over the total information program. But it is up 
to us locally to see that each segment of the public we serve in our 
specific area receives the particular information needed. And we have 
to let them know where to get that information. 

I'm aware of the fact that the Federal Government makes literally 
hundreds of movies. But, I'm personally not aware of any on the 
epilepsies otlier than certain highly technical works produced by the 
National Institute of Neurological Diseases and Stroke. 

Can't we find some way to harness tiie potentialities of the film 
media to get this story across to people every wliere? We sponsor a 
nunil)er of different activities throughout the State. We cooperate 
with many local organizations and become involved locally wherever 
possible. For example, we participated in: 

Bike-a-thons, in which as many as 200 riders have paraticipated 
and widely covered by media; 

The spon-sorship of an "epilepsy" raft in a famous local raft race 
down tlie Chattachochee River; 

Tlie providing of a speaker and films for group meetings; 
Attendance at vocational rehabilitation training conferences, et 

cetera; 
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Participation in a survey sponsored by tlie Committee on Health 
Services of Georgia for the Comprehensive Health Planning Advisory 
Council; 

Attendance at Developmental Disability Executive Committee 
meetings; 

Interviews on radio and the encouragement of articles in news- 
papers [see attached reprint of a newspaper series which appeared in 
the Atlanta Journal, p. 120] ; 

The obtaining of John Guthrie, head basketball coach at the Uni- 
vei-sity of Georgia and the use of Mr. Guthrie in locally produced 
television and radio spots; 

Public health education meetings held twice a month, open to the 
general public, and presenting neurologists, psychlologists, and 
jjediatricians as speakers. 

But, even our best efforts can lie improved and multiplied so it is 
extremely important that a national plan take into account the need 
of local organizations for botii financial and professional assistance 
in their informational programs. 

As you are probably awai-e, the Developmental Disabilities Act pro- 
vides for an information and education function at local levels. This 
is truly a great step forward, for even if services are available, people 
must know that they are available and where to obtain them. This is 
the kind of assistance the epilepsy movement could really use. We have 
to let people know how to cope with the problem, how to live normal, 
full, productive lives. 

As I am sure the public health educators here today would testify, 
we not only need help in emi>loying more vehicles of communication 
and getting more messages out with greater frequency, we need to 
work on methods for determining what iiappens after the messages 
are distributed. Is the story getting through i Is it resulting in atti- 
tudes and behavioral changes? How do we know? How does this 
information get fed back into plans of all kinds for the better man- 
agement of the epilepsies? 

Epilepsy is a disorder which can be conquered. We need your help. 
We need the national plan. It's long overdue. 

Thank you. 
[Testimony resumes on p. 127.] 
[Attachments to Mr. Furman's statement follow:] 
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ANNUAL SERVICES REPORT 

GZOftCli,  CHAPTER 

July 1, 1973 - Pz«s«nt 

Information and Referral 

Requests for information and literature totaled 3069 durlzig this 
period compared to 700 requests the preceding year. 

Speaking Engagements 

In addition, Information and educational program wsx* prasantad 
to the following: 

Atlanta Area Technical School 
Atlanta Evaluation Employment Service Center 
Cobb County Area Technical School 
Community Friendship Center 
Crippled Children's Clinic 
DeKalb Area Technical School for Exceptional Children 
D6Kalb Occupational Educational Center 
DeKalb-Rockdale Training Cennter 
DeKalb Training Center 
Employment Security(Savannah) 
Goodwill Industries 
Goodwill Industries (Savannah) 
Marietta Vocational School 
Red Cross 
Red Cross (Savannah) 
Robert Shaw Center 
Salvation Army 
Seizure Clinic (Savannah) 
Vocational Rehabilitation (Savannah) 

Fulton County Mental Rocardation Center 
Georgia Regional Hospital 
Greene County Area Mental Health Canter 
South Community Health Center for the Mentally Retarded 

jbhn F\a3nan - Attadment I 



117 

Brlarcliff High School 
J. J. Danior Junior High'School 
Fulton High School 
Myers Junior High School (Savanitoh) 
North /UiguBta High School 
Northaido High School 
Pennsylvania Street School (Savannah) 
Rivcidale Junior High School 

Atlanta College 
DeKalb Nurses Training School 
Georgia Baptist Hospital School of Nursing 
Kennesaw Junior College Health Fair 

Family and Children's Services (Savannah) 
Greensboro Department of Family and Children's Services 
BEACT 
Traveler's />ld 
Worth County Department of Family and Children's Services 

Savannah Public Information Meetings (IS total) 
Savannah Unit Symposium (60 Professionals attended) 
Vocational Rohabllltation Seminar 

Alec Shrine Temple (Savannah) 
Savannah Beach Jaycecs 
Savannah Business and Professional Homen's Club 
Southside Jaycees (Savannah) 

The Atlanta (k>nstltutlon 
The Atlanta Journal 
Savannah News 
Savannah Press 
WSB-Radio 
UGST Radio 
WroC Radio (Savannah) 
UZ/.T Radio (Savannah) 

USB-TV 
WXIA-TV 
WTOG-TV 
UJCL-TV (Savannah) 
HSAV-TV (Savonnah) 
WIOC-TV (Savannah) 

John Punnan - Attacinent II 
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•ESUI.TS or SEKVICKS 

hphdtli MU plocad on the following ••rvlcaa: 

Saychologlcal Evaluation 
Follow-Along (Cases carried 90 days or aote) 
Infomotlon and Roferral Services 
Counseling Disabled Individuals and Faally 
Transportation for Services 
Personal Care 
Special Living Arrongcnents 
Identification Bracelets 

Ihe total nuaber of Individuals eotitoctad or counsoled: 

W73-7^       1221:23 
Adults 2883 1006 
Children 86 113 

Total SM> 1121 

1973.74 1972.7a 
76 3a 
233 in 
248 ut 
640 341 
10 14 
s « 
24 a 
2M 39 

John Funnsn - Attachment III 



119 

Inventory of Services and Facilities Funded Through 
The Epilepsy Foundation of America, Caorgla Chapter 

Information 
Referral 
Client Counseling (in office and bonebound) 
Client Employment Counseling 
Job Placement Supervision 
Special Living Arrangements 
Psychological Testing and Evaluation 
Psychiatric Evaluation and Treataent 
Psychotherapy 
Croup Motivational Counseling Sessions 
Emergency Medical Aid 
Emergency Medical Identification 
Low Cost Medication Services 
Agency Seminars 
Eoployer Education 
Educational Counseling 
Audio Visual j^ds 

John Fuznan - Attadinent IV 

Qdiiblt Booklet "Epilepsy" Follows 

This Attadinent. 
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i     .4    r -• tt iO   I Spllepsy 
The Misunderstood Illness 

-<«   ••   -  .   ?I;LJ.T Ifc-KjijAvlacrfl 
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JEAN TYSON is a native of Anniston, Alabama. She 
received the B.A. degree from the University of Ala- 
bama. 

Miss Tyson was a writer for the AUGUSTA CHRONI- 
CLE for two years prior to joining the ATLANTA 
JOURNAL Women's Section staff in September of 
1964. 

In 1973, she received the Georgia Conference on Social 
Welfare Award for outstanding news reporting in the 
field of Social Welfare. She is also the recipient of the 
Third Army Recruiting District Public Service Award 
end ttie American Cancer Society Fulton County Unit 
Award. 

The Georgia Chapter Epilepsy Foundation of America 
offers the following services: 

Public Information 
Counseling 
Job Placement 
Special Living Arrangements 
Psychological Testing 

Psychotherapy 
Legal Services 
Public Relations 
Fund Raising 
Referral 

Offices: 
2779 Clairmont Road, G-1 • Atlanta, Ga. 30329 

2708 Skidaway Road • Savannah, Ga. 31404 

41-522 O - 74 - 
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Most Can Lead 
Useful Lives 

First in M aeries 

By JEAN TYSON 

^Ifpsy is pertupt Uw matt mttuodcr- 
flood disease known to nun In whit tuu bfen 
ciUed the most educated soacty since the 
befuming of civtlization. a disease that has 
been around that long, is lUll viewed with 
pre Radices. 

TcAcben view the epileptic cnna as some- 
one wlM sbouM be in special education, em- 
ploTcn are afraid to hire an cpilepttc - he 
mifht have a leiiare and disrupt the office- a 
Belabor won't let her child play with an 
epileptic child, a parent is too protective and 
makes the child feel handicapped. 

The L'pilepsy Foundatior s biggest ;ob Is 
•ducalion Ttie Ceorf;ia Chapter of the ftmnda- 
kioa reports there are 90,000 known epilcpiK-s 
in tbis sute There are more than lour million 
saUonally Eighty per cent ol these people are 
controlled with medicatloci and are capable of 
keing coDtributing members of society 

lost year the Georgia chapter employed 
two cueworkers, John McNew and Pamela 
turratt [n addition to them, the staff includes 
« vecretiry and a fund raiser. There b a 
tnnrh office in Savannah with one caseworker 
ttd a secreUry II is the responsibility of 
SMW few people to do whatever they can. with 
ItmMed funds, to make life a little easier (or 
Ccorgia s epileptics 

"A large segment of society still thinks 
anleptics should be m mental bospiuls." 
•cNew uld "We bail people out of jail who 
ara tbere because they had a seizure m poblic 
Uld the police thought they were drunk This is 
•Nt the fault of the police Most epileptics 'ill 
•ot wear medical bracelets, which we provide 
true, stating what their medical disorder is. 
AJcttioltcs can go into a seizure of a sort. 

"The police who know are good about tak- 
bl people with seizures to Grady Hoipiul " 

Ml SUrralt said the office here geU calls 
from people who think epilepsy is contagious 

•'We get calls from someone saying 
•eotiier is possessed because he had a seizure. 
Va know of a case where an adult thinks he, 
pnd anyone else who drtnk.< from the same 
ylMB as an epileptic will catch it 

"Drugs are another problem The epileptic 
Is Dt] medication, and there are people who see 
mm taking his medicine and rail him a junky ' 

There are still (our states that have laws 
•aying epileptics are to be sterilized Georgia 
Is not one of these 

There is the possibility that epilepsy is 
kerediUry," McSew said, "but medically wc 
get away from this 11 one parent has epilepsy 
there a one chance in a IDO that a child of his 
will have 11 

What people fail to realize is. any«»e car. 
become epileptic at any time A blow to the 
bead will do It A brain tumor, scar tissue 
frt>m an old injury, high lever at birth, some 
diseases ol heart and blood ves.%els, excessive 
UK of alcohol in susceptible people - nil o( 
these can cause an individual to start having 
Mijures A lot of people become emleptic fol- 
lowing automobile accidents' 

Tlierc are many types of lemra. bat the 

JOHN McNEW, PAM STARRATT REVIEW CASE 

most common fwir are grand mal. petit mat. 
psychomotor and focal 

Grand mal is the epileptic convulsion. The 
arms and legs may make leriiinf movements, 
there may be frothing at the mouth and the 
eyes may roll up. Tbe seizure last usually just 
a lew minutes. 

The petit mal occur most frequently in 
children, bat adults can have them also. This 
seizure is usually a brief loss ol consciousness 
and last only a few seconds. The person having 
ttus type of seizure usually has a blank stare 
and appears to be daydreaming Peut mal sei- 
zure can ocq^r several times a day 

Piychornotor seizures cause a.person to do 
things such as pick at bn clothes, open and 
close a file drawer over and over, make chew- 
ing movements. The seizures can often be pro- 
longed, and are often confused with psychiatric 
disorders 

Tliere are many different types of focal 
seizures Consciousness may not be lost when 
the seizure remains limited to one area These 
can spread to all parU of the body and lead to 
a grand mal 

Focal tnotOT seizure consists of Jerking 
movements or itiffening of the muscles of one 
part of the body This could be momentary or 
last several minutes 

Focal sensory setrures produce sensations 
surfa as numt>ness, tingling or heavme.'ts m on*; 
part of the body This could spread to include 
other parts of the body and become a focal 
motor seizure 

"Some epileptics •• McNew said, "have an 
aura connected with Itieir seizure and know 
wben ooe Is going to occur  This is generally 

witli tbe graitd mal  and assaOr I 
people wbo aren't on medicatiott. Thme ps^le 
may have a  strange sensation, or tkej tmr 
small an odor, or see flashing ligbtL 

"Many with grand mal setxarci «bi tee 
on medication know when they are gaiiiC to 
baw a seiiure and can tit down " 

Ml Starratt said roost epik^ks caa R- 
turn to work following a sernre. 

'He may need to rest fw an hatf hov. 
but he can continue to work afterward 

' Ptwple don't know what to <b> wbma iftay 
see smneone having a seizure. Tbe best tt^ 
to do IS nothing  Leave tbe person alane. 

"Some people want to put a spoSB to •* 
person's mouth Thti will break Ua MMft. 
Medically y<Mi can't swallow yosr tao^a. B 
you bite it off. It is the ooe organ la IM bo^ 
that reproduces itself 

"If a person falls down with a tetarc. yoa 
can try to keep him from bnrtiOC tummA hj 
moving: objects out of his way. Ywa misftl tan 
his be^d to the side i( possiUt. and if he lerti 
like he Is luvtflg trouUe fareathiBK. keep ta 
head tuntcd up. Beyond this, don't do aayt^af. 

"Don't call an ambulance Ther« ts noitaif 
anycve can do during the seizure If tjie penaa 
goes from «w seizure to another, tben call aa 
ambulance, but this is the only uine 

*W'hen a person is having a acOBW. he 
isn't violent and he Isn't going to ttagitha. M 
may hwk awful and sound terriUe. bat Ow 
indiv.'Mual isn't In pain and he isst |OIB( U 
hurt you" 

Because of discrimination to cmptoymeat. 
there are some epileptics wbo do tM wfl thBff 
employers When a seizure occurs on tbe job, 
the esiplove is fired 

"There is a problem in the area of Uabtiiiy 
for tbe employer" McNew said- '^orimes's 
compansattoB covers anyt>ody wbo worts vt Ae 
sUtc. A problem does come if an indivKhMl 
suftent seizures, even when on medicatuMi. aai 
hurts someone else This couU happen d aa 
epileptic works with machinery at oa ttaip 
such as ladders. 

*Accidenl and life insaranec b bard tar 
them to get. SORW companies will IBSIBT ibea. 
but the premiums are high. KnA tberelorc a 1st 
of eptleptics don't have any msoraace. 

'It an epileptic doesn't tell bis euipk^ys 
aboid his condition and the employer (HUIS CM. 
this js fraud and grounds for dismissal. Tba ii 
why we ask these people to cmne to as. Let * 
hassle with the employers. We can make lA 
the inroads for them We also handle job dta- 
crimination cases against epileptm 

"My Job IS to Ulk to employers mai caa- 
vince them they shwild hire epileptics Tbaf 
make as good or as bad employes ai asy oae 
else. 

'Once I can gel in to Ulk to ao empteys. 
1 have little trouble placing an indivKteal wba 
can do the job I do a folio* up lot M days. I 
call tlie employer once a week, do tm tbe job 
observation and see how tbe person is daa|. 
After three months if tliere are no pnaUeaii 
the employe should be «i hi^ own aad bope- 
fully our agency will not see him again ~ 

Monday la the The Atlaata Jaaraal 
Womea's Secltoa: Problemi pareals of ipUep 
Uc chlldrea face. 
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S*nmdi» a S«riM 

mtatm eptkpUa ta tto 
tWtfld Suto. nil ti dgbi 
IIMM Ito etunbM' of peopte 
•anrtai ta h>v« molupte 
Kwrarti. attd RMn Ibu te»- 

Pteplt 4asl vln tba ^- 
•H wttfe Mbar ad> o( tfetM 

ftHMwrt of. Yet Mopto fur 
Ifea igOipllf Houtty baeaoi 
•Ml pMpk dm't koow 
«i^ afaoqt tta UlMai ui ae- 

CUUna. u «*U u adults, 
Hfl«r tna r^ptj Tmt- 
•Mt bj oOttT idalts uid 
ctHimalci oftes ciuxt 

I proUemfl In 
1 tk« LUacn that 

0 be dealt wltii 
WUlc M per cent ol tlN 

- •• I c«B Un 
I cm- 

cpa»tk9 . 
«t llm m 

w« 29 per net that cut be 
eoBt railed. 

MM    Stephen   Wttermui'i 
am. Srolt. falb in the )0 per 

«ia 12. 
-»» tt M conpitu tpUep- 

tk." Mn. VatmoM aaid 
llBit pMpb fcm OTC type 
«( wtswt or the other, bat he 
hu foQf tjpti, aod has U to 
49 Kuures a mocilh. 

"While Srolt IS aa eicrp- 
tlon, he u by no Rteaas a rarl- 
il*. Tlwr« jBst tml tmr 
piKM M Ml at tjpt •! hrip 
•• Mii. Ttei li Mt Mteol 
•w the Mvcrv epUcptlc that ks 
ynaeeid by the National 
Epilmy Fowtdaltoa This 
•chooi |ets over 100 dpptici- 
tlOM a years, and aaiy 61 ita- 
4tnts are takes. 

"Scott u IB the school now, 
sad wtll be there tor two 
l«ars at the AMM. 

i can) a toad ol pult be- 
caasc 1 brti«|ht bim iato the 
world- I fert re^^oniblc for 

"iMAtet !•• to the ^- 
lipnr nriMiUliM for hrip 
ma (hb TMT. tart we did for 
hdp for the ramiljr at ««U 
Whenever ibere ti aa tadivld* 
•al In a family «ith i pnh- 
lem. the (amjly haa a prmem 
also 

We have a It-year-^ ton 
who ta worried aboat the fu- 
tart- He Blrcady feels the 
wMi tl havi« to lake can 
•f Ml «tal wt the It ISO t 
•laMaal I 
Mvt la b t la lace the future with 
thto weigbt aroond bis ntdk 
We also worry about what 
will happen to Scott. 

Thtt alM has hcea i tern 
Ut ilnla ai ear manlaic 

',1 caat go 
or  lo the 

I lor • cvp of coffee 
He has to have constant care 

^' Thu u a temble way lo pit 
0i* IL but It H alDMtt Ubc bciB| 

-Talk aht 
know aU aboat prejadlct. 1 
have leen Scott oMncbad, 
nwthen not let thctr ddldreo 
pUy with Ura, Icaetaen act 
waatlng hba ta KhooL He got 
Mo a taniUt craoUeoat sute 
because of dw traatmeot he 
received from other pcople. 

"Hc has become an aocry 
youni man. and 1 don't blaoM 
htm. There are so many igao- 
raat people annad. We have 
the beat adacaled feoeratiee 
ta ear hWory, aad people are 
kgaonnt ebdvl tomethliic that 
has been annad siiice medie- 
val times 

The icboois are teachlnf 
everythini from txrth control 
to dnic abuse, bet the schools 
refiuc u> teach anything about 
cpilepiy 

"People aren't prejudiced 
aboat people with heart troo- 
Me. Poopla say hire the hand- 
kappad. bal they maan the 
phjmcally haadtcapped 

"POT the W per cent that 
are contnriled and can live 
normal, productive litei, 1 
can't understand why there li 
anyprejudice. twt there u 

"We src in the mlUUrr and 
have lived all aver this CODD- 
Iry and the world. The sitsa- 
lion isn't all that different 
anywhere you fo. Wfay ihould 
Scott be deitted an education 
and a chann lor a loll Uic* If 
he were retarded he coold get 
•11 sorts of brip. 

"We lake care of everyone 
in Ihii country, but we let 
these children live In their 
own bitle hell, and that U 
what they Uvc la - a little 
bell. 

"1 gan God aendt these 
chlldrni (0 people who will 
love them, what would hap- 
pen if He seat them to people 
whodldn'tT 

-The letBdattoa belpa as 
mock as It caa, bat tbij are 
timitad la what they cu do 
bfcaoae thcr doal hav* the 
lui^ Nobody wUI give to the 

my son t* u cpUeptk. I doa't 
belten by UdUig it yoa help 
anybody " 

Mrs. J C. Caosey's T-year- 
oU-son PatriA b OD the other 
eed of the ipectnan. Re de- 
veloped apUaipy two weeks 
before he started the firit 

-^He had chicken DOT." Urt. 
Causey uid 'We don't know 
II the chicken pos caused It. 
or Just brought it out, but ttoth 
happened at the ume time. 

"He has grand mal selsuro 
and IS on roedicaUoe. So far 
be hasn't had a sclinre at 
school So (ar everybody has 
been akr to him and lo me. 
Of course the first sa years 
of hjs life be dtdn't have any 
setiurea aad bad made 
fhendi" 

Mn. Causey uld she did 
visit with Patrick's teacher 
ji^ wasn't sure how the 
(Mcher reacted 

"She sort o( acted ladifler- 

Children  •-       ' 
Suffer Also 
More Have Epilepsy Than Multiple Sclerosis 

^tt^ - 

em I itait know If she al- 
ready heard about epJepsy 
and was jast tired of beannK 
aboat it, or il she just di4n I 
care 

"I dtet know anylhing 
about enlepcy when my ton 
sUrUd wmnf sciiares. I was 
really horrified and itcfccn be 
cause I didn't wderstand 
what was happening lo hun. 

"But now I can sec why the 
doctor sjtd a brain tumor was 
worse and that Patrick ctnM 
have somrthing worse than 
epilepsy He also said be could 
out grow II - lome do " 

Mn J'l daughter who Is lo 
her early 10s didn't start hav- 
ing seinires unUl she was It. 
The cause hasn't been deter- 
mined 

"She Is coatrolled with 
medicaUon. hut epilepsy hai 
been a problem for ber Her 
doctor recommended she not 
take the college preparatory 
coarse tn bifh school He fell 
college would be too much 
lor ber. to riK look the 
general coarse. 

"She had friends where we 
used lo hve and she used to go 
hack and visil a lot We 
mc^rd here Mvcral yean ago. 
but At was neglected some- 
how. 

"She used to have grand 
mal seliures. but now ite has 
the type that affects her left 
side, fsce and arm- She » 
never   sure   wliea   one   will 

-She applied for a job at 
two sttra m a shopping em- 
ter, but we aever heard any- 
ihing at all from the stores. 
The appliraiioD blanks ashed 
tor lllnen sad what lypa af 
medKatiOB the was laktag. 

-Wo get a notice "liWB the 

Qpilepay FnadaUoa of Geor- 
gia, aad we called them and 
asked lor help They have 
bem really nice lo help as. 
aad have gotten her enrolled 
in an cvaliutioa program to 
detect what she can do. She 
teems lo enjoy this aad is 
going every day. She haa even 
made Kxne tn«id*. 

"I had atver had aey con- 
tact with epilepsy and when 
this hapecoad. it hit me like a 
boll of lighteaiac. Oar tccaad 
child was aaly I aKnlh oM at 
the tune. Ste It a nMiwataU. 
We had JB« fsUCB Mad la 
iha whn a« oMv 4M0tar 
starlad haetai MtaMta, M we 
had a Mh btaw. Bat 1 
goets Iba Lad gtves yoa what 
voa can take " 

Mrs. K- abo has • daofhtcr 
in ber early 20* who has epi- 
lepay. 

"She had a suoks whn the 
was IT months oU.- Mn. X. 
said "nis la tIacU Is ManaL 
It is beUared her epUepsy 
grew a« af tUa. I toM the 
doctor what waa wroag with 
her. I kaaw inwislhlBf >»«• 
epUcpsy aad whM ahe 
grttti^ ber teeth aad t  
her eyes. I kaaw what It wta. 
The doctor laU ito was )a« 
going thraagh i **' 

They have saM they aaw 
snniebody have a lit - a 
wordl hsir 

"People art like she hasot 
tried la do aaytlug, bat she 

MtUifet ta Urad aribcBL She 
hM Mftr hid aqr affortaaUy 
or MUhtu mmi to tar. 

' Perhaaa *a wfl (i lor a 
week altttl a titaMt. aad 
then riw wafeaatllvaarHi 

itaad and they are IrlgMened 
M«sl pMfte act like they 
don't know aaythiag aboat it 

fitmm or diaheUs 
Eptlrpay Ita't gnag ta kill 
yn. 

"Evea my tanUj hM baca 
a lailliiL ay bM to take a 

lot Some «( Ihf taaUy has 
said it is laaUih lor her to 
take madlcalMa Others say I 
spoil her too mach aad othcn 
traal her like *e will die aay 
noMe 

"I have read evrythteg 
thci* li ta read aboat cpdepsy 
aad I get real dnroaraged Ii 
IS a loaely bfe and 1 )«t live 
fracn day to day " 

Tacsaay    hi    ike    JUtaaU 
Jearaai     Woaea's     Set 
Eptlcpay la the sehaots. 
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He Can Still Do School Work 
Third ia A series 

By JEAN TYSON 
A child with epitepsy isn't 

any dumber or smarter than 
any other student. His misun- 
derstood illness has nothing to 
do with his ability to function 
in the classroom, which is 
where he belongs. 

The National Epilepsy 
Foundation estimates that 
about one in SO children has 
epilepsy. However because of 
a lack of understanding, many 
educators feel the epileptic 
student belongs in special 
education. A seizure may dis- 
rupt the classroom and 
frighten the other students 
and the teacher. 

Just because someone is an 
epileptic doesn't mean he is 
going to suddenly fait down 
and start shaking and jerking 
movements all over the floor. 

It is often in the classroom 
that an enlightened teacher 
has the first clue that one of 
the students has epUep^y. 

Symptoms that a student 
may have the illness include 
staring or daydreaming, tic- 
like movement, rhythmic 
movements of the head, pur- 
poseless sounds and body 
movements, head dropping, 
lack of response, eyes rolling 
upward and chewing and 
swallowing movements. 

If a teacher notices two or 
more of these symptoms in a 
student, she should consult the 
school health nurse. Only 
after a thorough examination- 
can it be determined if a stu- 
dent is an epileptic. 

Rose Anne Mullinaic, with 
the DeKalb County School sys- 
tem arranged for an inservice 
program for the faculty at the 
occupational center where she 
works. Sludt:nts attend a regu- 
lar high school part of the day 
and the center the other part. 

"The Georgia Chapter of 
(he Epilepsy Foundation ar* 
ranged for Pam Starratt to 
come out and give a program 
on epilepsy for the faculty. 

"We have two students here 
that we know are epileptic. 
One we have known about, but 

the other we didn't until we 
had this program. 

"Afterwards one of the in- 
siructors said he thought one 
of his students must bo having 
seizures. As it turned out the 
the student was having sei- 
zures at school. It wasn't the 
grand mal type, but a repeti- 
tion of motion. 

"Wc called his Iiigh schwl 
and learned that he did act 
siiangc sometimes, but no one 
realty paid any attention to 
him 

"We called his family and 
his parents said they didn't 
know. The boy is now on 
mcviication. If it hadn't been 
lor thus program and the in- 
.•^tructor recognizing what uas 
hjppening to the student, he 
wouldn't have gotten help. 

"After this happened I 
wanted to do some counseling 
in small groups and inform 
the students about what was 
happening so they would have 
a better understanding of the 
illness. 

"However, the parents re- 
quested we do nothing, and in 
a case like this, the parents 
are the law. It seemed to me 
the other kids were making 
fun of this boy because they 
didn't understand what was 
happening to him. But this is 
something be will have to live 
through. 

"I feel this high school 
group is a good one to get the 
information to. 

"It is a frightening experi- 
ence for anyone, and from a 
teacher's point of view it is 
frightening even if she is pre- 
pared. 

"My advice to parents is, 
if you know your child has 
epilepsy, talk to your child's 
teacher or teachers, not just 
the school counselor. Talk on 
a one-to-one basis with the 
teacher. If the student is old 

enough, include him in the dis- 
cussion. This would be very 
helpful to a teacher. 

The best thing a doctor told 
me, was to leave the student 
alone when he is having a sei- 
zure. Some teachers fear the 
student will die and wonder 
what will happen to her if he 
does. You don't die from a sei- 
zure, but some teachers do 
not know this. 

"As far as ability to achieve 
or take instruction, these stu- 
dents are not any different 
from any other student. Some 
are at the bottom of the lad- 
der and some are at the top." 

Ralph MalthewF. a seventh 
grade counselor at another 
school, said his school hasn't 
done anything other than in- 
form the teachers and make 
them aware of the students 
who do have seizures. 

"We try to prepare our 
teachers as much as possible, 
but you cant really prepare 
anyone for a crisis situation. 
We have talked with the 
prinicpal about having some- 
one from the Epilepsy Foun- 
dation give us an inservice 
program on epilepsy. He does 
not object to the idea, but we 
haven't scheduled the pro- 
gram yet. 

"We have two students that 
we know about who are epi- 
leptic. We have talked with 
their teachers and made them 
aware of what to do if the stu- 
dents have seizures or appear 
to not be functioning normally 
in the classroom. 

"One had a seizure in the 
lunchroom and there was 
quite an audience. The other 
students were mostly very 
curious, and I am sure they 
were concerned for his wcU 
being. 

'This Is something ym 
don't see every day and siM 
it is not a commoa occo^ 
rence, you don't fully compr^ 
hendit. 

"Yet some cipei iCBce if 
often the better leanunf 
method. I'm sure for mast of 
the students this was tbc firA 
time they had seen soamoae 
have a seizure. 

"We try to prepare our- 
selves, not only for cases of 
emergency, but to better 
understand the younger aad 
to watch for emotional insta- 
bility that often goes akxiC 
with this. 

"I was concerned if one ol 
the students was getting tiM! 
proper treatment. His attend- 
ance was off and with my 
limited knowledge, it was my 
understanding that an epilep- 
tic was supposed to live a nor- 
mal life This boy didn't ap- 
pear to be living normally. 

"In the back of my mind I 
remembered the Epilepsy 
Foundation and called for 
help. I was impressed with 
how interested the people 
there were in my case. They 
talked to me, the studott and 
the parents immediately. We 
learned the boy is receiving 
proper medication, but has 
other problems that were 
causing his absence from 
school." 

The Atlanta Evaluation 
Employment Service Center 
is for anyone vrtio has any 
type of handicap and is seek- 
ing employment. 

Lela Long, a rehablUtatioo 
counselor at the center, said 
the person doesn't have to 
have a physical disability. 

Wednesday tn The Allauu 
Journal Womeo's Sectivo: 
One epileptic who lives a aor- 
mal life. 

r 

j ~^ 
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'I   am  a  functioning 
person  in society. I 
hold 0 full time and 
a part-time job and 
i go to school. My 
epilepsy has nothing 
to do with my ability 
to lead o normol 
life. I don't think I 
am different from 
anyone else.' 

Diane Burnett Checks Patient's X-rays 
SUir PbMo-AJ » 

She Had Her First Seizure at 21 
Fourth in M series 

By JEAN TYSON 
Diane Burnett is one of the 

90,000 known epileptics in 
Georgia. She, unlike many 
who suffer from the illneu, 
has felt no prejudice or dis- 
crimination. She 15 employed 
full time as a radiological 
Ucfanician in an orthopedic 
surgeon's office, works week- 
ends at West Paces Ferry 
Hospital and takes night 
ctass« in psychology at Geor- 
gia State University. 

If she didn t tell you, you 
wouldn't know she has epi- 
lepsy Not every epileptic has 
convulsions and not every epi- 
leptic IS bom with the illness 
— in fact most aren t. 

"I never had a seizure until 
I was 21, and then I didn't 
know that was what 1 had I 
was working in Florida, when 
1 doctor called for a report. I 
was reading it to him over the 
telephone when all of a sud- 
den I couldn't pronounce the 
words 

"I started spelling them to 
him. You usually spelt in 
syllables, but I was spelling 
ooe letter at a time. 

"I had a friend who was a 
general practitioner and I 
mentioned this to him. He 
suggested t get a lateral skull 
X-ray thinking I had a tumor. 
Nothing was found. 

"He referred me to a 
neurologist and 1 had an EEG 
and an examination. The doc- 
tor asked me if when I had a 
seizure did I feel as if I 
were on the ceiling looking 
down at myself. I didn't know 
the connotation of what he 
asked and what was wrong 
with me. I told him no 

"Then he wanted to know if 
I had hit my head. I said not 
to my knowledge. I told my 
sister about this and she 
remembered that I was hit in 
the head with a bat when I 
was a kid. 

"The doctor suggested I 
take Djjantin. but I said no 
because I thought it was a 
tranquilizer It was explained 
to me that it is an anticonvul- 
sant. so I take it. 

"1 have petit mal seizures, I 
don't lose consciousness or 
touch with reality. I know 
everythiiiK Ihiit :K gcing on 
around me. The only thing 
that happens  is I can't  pro- 

nounce words, and it is frus- 
trating 

"If I'm reading a book and 
this happens, I Just put it 
down until it passes. I am 
always amazed when I get 
back to reading to see IMW 

clear everything is. It is sort 
of like when you are real 
tired and you read the same 
line over and over trying to 
get the meaning. 

"This doesn't prevent me 
from driving. The only thing 
that could happen is. I could 
pass the expressway exit I 
want because of reading the 
sign slowly. But I can 
recognize the shape of the 
usual highway signs such as 
the stop ones." 

Ms. Burnett said her em- 
ployer IS aware of her epi- 
lep-iy and writes her prescrip- 
tions 

"I have insurknce through 
the office, but one insurance 
company refused to insure me 
because of my epilepsy. When 
the report came back to the 
agent who handles our insur- 
ance, he put it through 
another company and I am in- 
jun-d   There   i";   3   rider   at- 

tached that sa>-s I have epi- 
lepsy and the premium is 160 
per cent higher than (or other 
employes, but my employer 
pays It. 

"Insurance companies don't 
understand medicine They 
have a surface knowledge of 
medicine, but no expenence. 

"I have suffered no dis- 
crimination because of this. I 
think people are discrimina- 
tory anyway We discriminate 
because of the way someone 
wears her hair, or the way 
someone lives. 

1 am a functioning person 
in society. I hold a full time 
and a part-time job and I go 
to school. My epilepsy has 
nothing to do with my ability 
to lead a normal life. I don't 
think I am different froon 
anyone else." 

Tksrsday li The Atlaata 
JoBfval Women's SecttoK 
Employers who kire eptle^ 
tics. 
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Employment 
Is Often 
A Problem 

Last In a series 

By JEAN TYSON 
J(^n McNew. a caseworker with the Georgia Chapter 

of the National Epilepsy Foundation sent out 1.000 post- 
cards to prospective employers in Georgia asking each to 
check one of three blocks, and mail back to the foundation. 

The return card was pre-addrcssed and postage was 
prepaid. 

The employer was to check *1 would consider hiring 
as epileptic." "I would like to have more LnfomiatloQ," or 
"I cannot consider it at this time." 

Only 10 employers returned the cards. Of this seven 
were willing to talk about employing the cpileptk, one said 
DO, and the other two wanted more information. 

The misunderstanding of an illness that has been 
around since the beginning of civilization cootinues Into 
today's society. Men who have made significant places for 
thonselves in history also suffered from epilepsy. Some of 
these were Alexander the Great. Napoleon, Sir Walter 
Scott. Lord Byron. Caesar, Dante. Tolstoy, Beethoven, 
Charles Dickens, Vincent Van Gogh and Socrates. 

"There is no reascm why most people with epilepsy 
can't be employed." McNew said. "Eighty per cent of the 
epileptics are controlled with medication, and can be con- 
tributing members of society. 

"I was disappointed at the number of postcards that 
were returned." 

McNew's job is to call on employers, explain what epl< 
lepey is and ask firnu to give one or more penons who 
suffer from the illness, a chance. He has found that once 
be can talk to an employer, be can get a job for an epilep- 
tic who is qualified. 

"I was running an ad for employes when John McNew 
contacted me," said Jim McBee, manager of a company 
that produces records. "He laid it right on the tine. He said 
some of them would make good employes and some would 
not. 

"The girl we have now hasn't missed a day since she 
started in December. In comparison to the rest of the peo- 
ple, that is good. She is here on time, does a good job, 
follows iiBtrucUons and is interested in her job. 

"I'm just as happy as I can be with her. Ill take all 
the people like her I can get These people have the same 
right to a living as everybody else. If they do a good job 
bm, tbey have a job, if they don't, they are out 

There is a possibility she will have a seizure on the 
job. I adced her what should I do if she has one and she 
said she would sit down. I could care less if she sits on the 
floor. Nobody around here would think anjrthing about it." 

Matt Moore, personnel mananger for a company, said 
his company had ao epileptic and didn't know it until be 
had a seizure on the job. 

"I didn't realize he was an epileptic and oeitber ad 
the company. He had a seizure at work. We sent him to 
the company doctor. His problem was be thought be bMf 
stopped having seizures and he stopped taking his mediane. 

"Why should we get rid of a good man just because be 
had a seizure? It is ridkruloos to Uke a person and train 
him for three or six nxnths, and thcs find oot he it an 
epileptic and let him go. 

"We did move him oot of the department be was io to 
another one so he wouldn't get hurt The department be is 
in DOW gives him more opportunity for advancement 

"I think our insurance company would Uke a dun view 
if we left him in a department where be could hurt biii>- 
self. 

1 don't know if there are others working for a or 
not, but if so, I wish they would come forward. We will 
find a place for them in the company, if they are ia aa 
area where they could get hurt. 

"This is like any other iUnen — like me getting bay 
fever every spring. That doesn't stop roe from working." 

John Spolo. manager of a company, said be has an 
employe sent to him by the Epilepsy Foundation. 

"I wasn't in this job at the time, but I was co—olted 
about him. I have nothing against it. He has selxnres on 
the job and he knows how to handle himself. I keep jnOa 
for him in my desk, and when he thinks be is goui( Io 
have a seizure be comes and tells toe. I give him a piU 
and let him lie down. 

"Sometimes you have to haiMlle an epileptic a llttla 
differently. Sometimes if you holler at tbem, they will get 
excited and this could cause seizures." 

Gary Brown, accounting department manager for an 
insurance company, hired an epileptic on his staff last Stp- 
teraber. 

"We will interview anyone who wants to apply for a 
job here," Brown said. "When he came in we were inter- 
ested in his insurance background. He had an accounting 
background, so we hired him on that basis and be la coo- 
tinuing to learn along with all of us. 

"We hire people on the basis of their capabilities, not 
their illnesses. In thu case, we did talk to his doctor to see 
what medication he is on and if he is stabilized. 

"We carry our own hospitalizatioo and he is a part of 
our plan. He bad a mild seizure about two weeks after be 
came here. 

"I feel an epileptic needs as much of a chance as aay- 
Mjc else." 

Chuck Davis with the Internal Revenue Service said 
the government has a program to hire the handicap. 

"A man we have working here stated on his applies- 
tion he was an epileptic," Davis said. "I hired him. I osed 
to be a school teacher and had children io my classroom 
who were. Once you know what it is, there is DO r«aaoo for 
concern. 

"It is just a matter of education. This fflneaa is •> 
more severe than some others. The person with epilepay 
has the problem, no one else does. It is nothing to ha 
afraid of. You aren't going to get hurt. 

"We don't screen for epilepsy. As far as the govcf»- 
meot is concerned, it isn't a problan." 
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Mr. KYROS. Thank you, Mr. Fiirman. 
Our next witness will be Mrs. Marjorie Steitz from Bethesda, Md. 
Mrs. Steitz, welcome to the committee. 

STATEMENT OF MARJORIE STEITZ 

Mrs. STEITZ. Thank you, Mr. Chairman. 
I am Marjorie Steitz. professional writer, wife, and mother. I live 

reaching an estimated 6 million readei-s. It won for me and for Metro 
the 1973 Journalism Award of the Epilepsy Foundation of America. 

The first time I ever heard of epilepsy was when, as a college grad- 
uate, a wife, and a mother, I read about it in a comic strip. Hex 
Morgan, M.D. This was some 20 yeare ago. 

If I could live to be an adult without knowing anything about it, 
there must be millions like me. 

One of the important things I have learned recently about epilepsy 
is the large degree of public ignorance about this disorder, and to 
this I will address my remarks this afternoon. 

My next encounter with epilepsy occurred a couple of years ago, 
when my husband and I had learned that one of our Hve children, 
who was 11 tlien, was seizure prone. 

Had it not iaeen for my blurred memory of that old serial comic 
strip I might not have had the sense to take him to a pediatrician for 
diagnosis, but we did get help, and it was very good help. 

Our doctor asked us a number of (juestions, took tests, started med- 
ication, and the prognosis is very good. Since our doctors attitude was 
very matter of fact, an he wasn't alarmed, we weren't either. 

Well, our son is doing very well, and tlie prognosis is good for manjr 
other youngstei-s who take their medication faithfully, who get medi- 
cation promptly, and gain control over their seizures. 

And his attitude is good, too, thanks in part to friends and neigh- 
bors and teachers who have casually accepted his disorder. 

I decided to write a story about our experience, hoping it might 
light a very small candle for other parents. 

In the process of writing the article. I came into contact with many 
people for whom an appalling information gap exists on the subject 
of epilep.sy. I would like to very briefly tell you about just a few of 
them. 

Fii-st, a visit to the seizure clinic at Children's Hospital here in 
Washington, D.C. I talked to a Spanish-S[)eaking mother with two 
children, Carlos and Maria, aged 3 and 5. Maria was fine, but Carlos 
was seizure prone. Their mother told a sad tale of being called to 
their nursery school, seeing: a crowd and an ambulance, and Carlos 
lying on the floor. 

The teacher, very upset, told her to take Carlos home and never 
bring him back. Since he and his older sister were inseparable, the 
older sister stayed close by to make sure he never fell in the street when 
having a seizure. 

This meant that Maria had to drop out of school, too, and the two 
children had nothing to do all day. If only the teacher had known. 
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I talked to a neighbor—we will call her Carol—who twice had 
rushed her 2-year-old to the emergency ward of a nearby hospital 
when the child had seizures, and by the time they got there, of course, 
the seizures were over. 

Her doctor simply said to her, "Well, if it happens again, give me 
a call." She was confused and terrified. If only her doctor had taken 
the time. 

A mother in a well-to-do lesidcntial neighborhood told me of her 
very own friends and neighbors behaving much the same way—in 
horror—when her son, whom they all knew, had a seizure a block from 
home. They just stared as he banged his head on the pavement. 

Even in print one sees incredible information gaps. 
Last year a crooner was quoted in a national magazine as saying 

epilepsy is tlie work of the devil. 
A well-known writei- depicted epilpsy in the most sensational blood- 

curdling way in order to sell his popular novel. 
Now. later, both the crooner and tiie writer apologized and retracted 

their statements but tiie damage iiad alieady been done. 
People like this who mold public opinion must be educated also. 
Well, ni}' story appeared, and I started getting a lot of mail. I would 

like to quote one excerpt for 30>i. Tliis was from a New York Xews 
reader: 

I have about six .seizure.s a year, but you get to know what to do. The aura. 
I remember one night on the Long I.sluiul Railroad, a very crowded train. I 

was standing l)ut I just couldn't get to the men's room. Five minutes later I 
came too. (I don't fall.) Do you know I sat down, jieople ju.st wanted to get 
away.  I told the conductor, too much liquid for lunch, and we botli laughed. 

In other words, in our society it's all right to be drunk, that's under- 
standable, but not epileptic. 

While research for and response to my article reveals serious infor- 
mation gaps on the subject, I am encouraged, as I think all of us 
should be. by Mr. George Gallup's recent hndings, which iiave been 
mentioned here today. 

Prejudice and ignorance are diminishing slowly. Yet his figures, 
as well as my own experience, tell me that the information gap among 
other parents on the subject of epilej>sy rests most among those who 
are least educated, least skilled, and least trained. We must reach these 
people. 

I am pleased my article appeared in the New York News, rather 
than the New York Times, for this leason. But I would like to see 
further articles in many publications, and of course on TV, too. 

We must carefully target our audiences on the basis of known re- 
search facts provided by Dr, (iallup and others. We must have an 
overall information spreading plan, a plan recognizing specific groups 
Avho need to learn, and a plan of what to say to them once we reach 
them. 

You can't talk to the mother of Maria and Carlos, the teacher of 
Maria and Carlos, and a practicing physician all in the same way and 
tlirough the same communication. 

I hope I have illustrated the need to reach them all. The passage of 
your bill, Mr. Kyros, could pave the way for an overall plan to reach 
them. 
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Thank you for this opportunity to appear before you on behalf of 
parents of millions of children with epilepsy. 

[Testimony resumes on p. 134.] 
[Mrs. Steitz' prepared statement and attachment follows.] 

^ATEMENT  OF  MABJOBIE  STEITZ,   BETHESDA,   MD. 

I am Marjorie Steitz, professional writer, wife and mother. I live In Bethesda, 
Maryland. An article I wrote, entitled "Epilepsy: Why the Secrecy and Shame" 
was published nationally in Sunday newspapers by Metropolitan Newspaper 
Group, reaching an estimated 6 million readers. It won for me and for Metro a 
Journalism Award. 

The first time I ever heard of epilepsy was when, as a college graduate, a wife 
and a mother, I read about it in the funny papers. That was some twenty years 
ago. With all that I have learned about epilepsy in the past two years, I find 
this amazing. And yet, one uf the important things I have learned recently is 
the large role of public ignorance about the disorder. If I could have lived to be 
an adult without knowing anything about epilepsy, there must be millions like 
me, who knew nothing al)out epilepsy until they read something, or until they 
knew someone afflicted with It. 

And if my initial information came from a comic strip read by 15,000,000 
people, many others must have had epilepsy introduced to them by "Rex Morgan, 
M.D.," too. I hope so, for it was an excellent episode, describing the frustration 
for a seizure-prone young woman in finding a job. Even though her seizures were 
controlled through medication, she met fear and prejudice among potential 
employers. 

My next encounter with epilepsy occurred a couple of years ago, when my 
husband and I received the news that one of our five children, who was eleven 
years old then, was seizure-prone. Had it not been for my blurred memory of that 
ancient comic strip story, with its description of a seizure, I might not have had 
the sense to take our son to our pediatrician after his second seizure, to find out 
what was wrong. I might have thought that his particular behavior, waking up 
in the night, was just a bad nightmare. 

As a matter of fact, that is what I thought, the first time. When he had a 
second nightmare a few nights later, I knew something abnormal had happened. 
I still mulled it over a day before I took him into the doctor. Why ? Dr. Cereghino 
of NINDS tells me this is often a parental first reaction—rejection of the fact— 
the fact of epilepsy in their child. "If I Ignore it, it won't exist." 

But we did get help, and learned a lot too. Our pediatrician started off asking 
use a number of questions about the "nightmares," and remarked he felt there 
were sufficient symptoms of a seizure pattern to warrant taking some tests, in- 
cluding lab tests and an EEG at a nearby hospital, and starting some medication. 
Our doctor's attitude was calm and matter-of-fact, and since he was not alarmed, 
we weren't either. In ensuing visits, he unhurriedly answered all our questions 
(sometimes asked repeatedly, because we couldn't encompass everything at once), 
and explained to us a great deal about seizure patterns. He never used the word 
epilepsy, because he said it is just too emotional a word. "If you tell a parent 
his child has epilepsy, he hears nothing more you say. He is in a state of shock." 

The prognosis for our son is gotxl, as it is for so many, many youngsters who 
are put on medication promptly, take their medication faithfully, and gain control 
over their seizures. His attitude is good, too—thanks in part to the friends and 
neighbors and teachers who have taken a view of casual acceptance of his 
disorder. 

It isn't always so. 
Now that we know what our boy has, and have mentioned it around, we find 

lots and lots of people we know have seizure patterns or have relatives who do. 
Once we share with them our experience, their story comes out. Unfortunately, 
not everyone has had the sensitive medical advice and community acceptance we 
received. 

As I learned more and more about the social manifestations of epilepsy for 
parents and their afflicted children, I decided to write a story about our experi- 
ence, hoping it would light a very small candle for other parents. I might save 
them some of the fear and confusion we had known, and might alert them to 
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some of tbe prejudice we had heard about. In the process of writing the article, 
I came into contact with many groups of people for whom an appalling informa- 
tion gap exists on the subject of epilei>sy. I would liice to tell you about just 
a few of them—briefly. 

First, a visit to the seizure clinic at Children's Hospital in Washington, D.C., 
where there is trash blowing in the streets, but where there is tbe same dedication 
to the problems of people with epilepsy that one encounters amid the beautifully 
landscaped lawns of "the reservation" at XINDS. People line up to receive ex- 
cellent medical care, and I talked to many mothers of the inner city about their 
problems as parents of seizure-prone children. (The neurology staft of the hospital 
granted me i)ermission to interview mothers and children on the condition, of 
course, that they agreed to It and that all identities were protected. So my names 
are flictlonal.) 

I talked to a Spanish mother with two children, Carlos and Maria, aged 3 and fi. 
Maria was fine, but Carlos had been coming to the seizure clinic ever since he 
was eleven months old, when he had his first seizure. He was on medication, and 
the seizures will probably be controlled, but his mother told a sad tale. 

"No, Carlos and Maria do not go to school now. They are home all day with 
me, now. They liked nursery school, but one day the teacher called me to come 
right away, very excited. When I got there, there was an ambulance outside, 
a big crowd, much yelling. Carlos was lying on the floor of the school. They told 
me his limbs had moved all over, there were bubbles in his mouth. I took him 
and Maria home and the teacher said never bring him back. Very excited. Months 
after, the owner of the school called me. She was angry with the teacher and said 
bring Carlos back. But by then Maria was five, and they said she was too old 
to come back; she had to go to kindergarten. These two have always lieen so 
close—Maria watches him every minute to .see he does not have an attack and 
fall in the street. I will keep them together. If she cannot go to his school, he 
will not go. He does not want to go back anyway. It is a big problem; this thing. 
They have no place to play, no place to go all day." 

If only the teacher had known • * • . 
I talked with a neighbor, call her Carol, who twice took her 2 ye«r old daugh- 

ter, Joyce, suffering repeated seizures, to the emergency room of a local hospital 
right in the shadow of NINDS. By the time, terror-stricken and shaken, she 
rushed in to have Joyce examined, the seizures were over. Each time she was 
told simply to go home and give the child an aspirin and call her family physi- 
cian in the morning. Each time, her doctor .said, "Well, if it should happen again, 
bring Joyce in * • * ." The mother was near hysterics of concern and confusion 
when I talked to her. 

If only .some doctor had taken the time • * • . 
Then there is the scene I witnessed at a large stadium of a man having a 

seizure—and the crowd shrinking away from him in horror. No one went for- 
ward to help him as he fell on the cement steps. They just stared. 

A mother in a well-to-do residential area told me of her very own friends and 
neighbors behaving much the same way when her sion—whom they all knew—^had 
a seizure a block from home. They called her, and she arrived upon the scene to 
see them standing around staring in horror at her son as he banged his head on 
the pavement. 

Even in print one sees incredible information gaps. Last year a crooner was 
quoted in a national magazine as saying epilepsy is the work of the devil. A well- 
known writer depicted epilepsy in the most sensational blood-curdling way In 
order to sell his i>opular novel. Both the crooner and the author later apologized 
and retracted their statements—at the insistence of EFA and others—but of 
course the damage was done. Better no information than that kind of mention. 

When I finished my story, I took it to Metropolitan Sunday Newspapers, one 
of who.se editors was particularly eager to run a public information story on 
epilepsy, and he told me why. He will never forget when he first moved to New 
Tork City and witnes.se<l the death of an infant in the apartment next door. The 
child had a seizure—the parents, panicky, put the child's head in a gas oven, 
thinking a little gas might "calm him down." 

If only they had known * * • . 
Well, my story appeared. The mail poured In, and some of it was heart 

rending, some inspiring, and some from quacks. If ever a theme emerged, it was 
the need for dissemination of information. I would like to share with you just 
a few excerpts from these letters. 
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This Is from a Franciscan frfar. "I have had epilepsy for about 16 years— 
since about the age of 14. I was delighted with your article because it has been 
just recently that I have l)ecome convinced of the need for anyone with epilepsy 
to get over the fear of risking exposure. It is only in this way that we will come 
to belp others—perhaps far more than we can imagine." 

And this from a man who read the story in the New York News while riding 
the subway: 

"Your story was good and it may help a little. I'm not a child like your son; 
I ^ras 38 years old, 21 years ago, with a family, when my condition happened. 
My position at the office has not changed since—^no promotions. With a couple of 
years to go, it doesn't matter now. 

"I have about six seizures a year but you get to know what to do. The aura. 
I lock my office door, or go to the stall in the men's room. I know every exit 
stairwell. Sure these are dangerous tactics but don't let anyone kid you the risk is 
better than the talk, or gossijy. I remember one night on the LXRR, a very crowded 
train, I was standing but I just couldn't get to the men's room. Five minutes later 
I came to. (I don't fall.) Do you know, I sat down, i)eople just wanted to get away. 
I told the conductor, too much liquid for lunch, we both laughed. 

"Well known i)eople do not want to admit to having E. This fact alone is to 
tell you just how public opinion regards the disease. A dope addict is regarded 
in a better esteem. 

"My time for work is over soon so I really regard it all philosophically. For 
your son, I would tell him keep the chin high and proud. For you, keep writing. 
It's a long, hard fight." 

While research for and response to my writing on epilepsy reveals serious 
Information gaps on tlie subject, I am encouraged, as I think all of us should 
be, by Dr. Gallup's findings in a number of surveys he has published between 1049 
and most recently, on May 16 of this year. As a parent of a child afflicted with 
epilepsy of course I am very pleased to see that only 5 percent of other parents, 
now, according to the Gallup Poll, would object to having their children in school 
or at play with my son, opposed to some 24 percent, or almost a quarter of the 
adult population, surveyed by Dr. Gallup a quarter century ago. 

Tet, looking at some of Dr. Gallup's earlier findings in this series of surveys on 
public attitudes toward epilepsy, I am impressed by certain patterns I imagine 
be will cover before this Committee in expert detail. Using the same question in 
1969—"Would you object to having any of your children in school or at play as- 
sociated with persons who sometimes had seizures"—the Gallup Poll found 
marked differences in answer by groups. 

By education of res[)ondents, for instance, 92 percent of college graduates 
answered "no." In contrast, only 66 percent of American adults with a grade 
school education replied in the same way. Similarly, we see 91 percent of those 
with families engaged in professional and business activities replying "no" 
to the question; contrasted to only 71 percent saying they would have no objec- 
tion to their children playing with my son, who are themselves manual workers or 
adult family members in this category. 

These figures, as well as may own experience, tell me that the information 
gap among other jiarents on the subject of epilepsy rests most among those who 
are the least educated, those who work with their hands. So I am pleased that 
my article ai)peared in New York in The New York News rather than The New 
York Times . . . but I'd like to see further articles in many publications, and on 
TV too. 

In short, I think we can close the remaining communications gap among par- 
ents on epilep.sy through the extensive dissemination of information, but only If we 
carefully target our audiences on the l)asis of known research facts provided by 
Dr. Gallup and others. By this I mean that I plan to continue my writing on 
epilepsy for the popular press, as does Ann Landers, who has done so much, and 
Dr. Nicholas P. Dallis, better known as the creator of "Rex Morgan. M.D." I'd 
like to close with an excerpt from a recent letter from Dr. Dallis, psychiatrist 
as well as comic strip creator: 

"Interestingly, the morning your story arrived, I was playing golf with some 
friends. During lunch, after the game, the one man .said that he wanted a free 
consultation. It seemed that he had just taken on a new .salesman in his small 
software computer firm. The new employee had been with him for about a week, 
came to him with excellent references as a salesman. 
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"My friend went on to explain that he had been spending a good deal of time 
with the man, orienting him al>out their product, etc. But there was one thing 
which was starting to disturb him about the new salesman. He had a g^eat en- 
thusiasm but every so often, right In the midst of an animated conversation, 
he would seem to be unaware of anything for a matter of a few seconds. And, 
strangely, the salesman did not seem aware of it. 

"Well, it seemed to me to be an almost classical description of petit mal. When 
I returned home, I found your article and I sent it to my friend. He called me 
and said that the picture of the child with petit mal was exactly the look that the 
new employee had during the episodes described. My friend is going to use the 
article when he discusses with the salesman bis observations in the hope that 
he will agree to examination by a neurologist. He has decided to keep him on as 
an employee." 

Thank you for this opportunity to appear betore you on behalf of the parents 
of the millions of children who live daily with this disorder. 

[From the Commercial Appeal Mid-South Magaztnes, Dec. 2. 1973] 

EPILEPSY : WHY THE SECBECY, THE SHAME? 

THE MOTHER OR AN EPILEPTIC CHILD PLEADS : 'WILL ANY FAMOUS PERSON WITH 
EPILEPSY PLEASE SPEAK UP ? WE KNOW YOU'BE OUT THERE—HIDING LIKE ALL THE 
OTHERS' 

By Marjorie Steitz 

The night last year when our child Paul, age 11, had his first seizure, we were 
frightened and unsure as to whether something was really wrong or whether he 
was Just having a nightmare. Like most parents, we knew very little about 
epilepsy and had only vaguely beard about "petit mal" and "grand mal" seizures. 
When he went back to sleep, we brushed It off as a nightmare. 

The next morning, I joked with Paul—"That was some nightmare you had last 
night." He laughed too, adding, "You know, the funny thing is, it didn't seem 
as though I was having a nightmare. It was more like n movie scene." That made 
sense, and we smiled again—reassured by his good spirits—and off he went to 
school. 

Then I started thinking. I tried to recall everything that happend the previons 
night when my husband and I were awakened by the commotion in Paul's bed- 
room. When we went in, he was lying on the floor by his bed, nose bleeding, drool- 
ing, trembling all over and breathing noisily. His arms and legs were thrashing 
His eyelids were fluttering. I tried to wake him up. After a short Interval, he did 
seem to l>e waking up, and we got him to his feet and into the bathroom, to wash 
his face. 

He couldn't talk clearly and his eyes looked dull. We held him gently and 
soothed him, and soon the trembling and erratic breathing subsided and he was 
OK. He spoke clearly again. (We have since learned we did the right thing—a 
seizure must be allowed to run its course, with the parents simply protecting the 
child from self-injury. Some parents have attempted to "awaken" a child by hot 
baths or cold showers during seizures. This can be dangerous.) 

A couple of nights later, Paul had another seizure, mnch like the first, and we 
realized something abnormal was happening. I took Paul to see our pediatrician, 
who asked us both a number of questions about the "nightmares." The doctor 
remarked there were sufficient symptoms of a seizure-pattern to warrant taking 
some lab tests and an EEO (electro-encephalograph) at a nearby hospital. He 
put Paul on phenoharbltal. 

Our doctor's attitude was calm and matter of fact, and since he was not 
alarmed, we weren't either. In ensuing visit's, he unhurriedly answered all of our 
questions, and explained to us a great deal almut seizure-i>attems. He never 
used the word epilepsy, because he said It Is too emotional a word. "If you tell a 
parent his child has epilepsy, he hears nothing more you say. He Is In a state of 
shock." 

You need only consider that at least one in fifty Americans has epilepsy to 
wonder at the lack of public recognition of the problem. There are four million 
known epilepsy sufferers in the T'nited States and many more unrecognized and 
untreated. By comparison, fewer than one-million Americans suffer from cancer, 
less than iWCOOO from cerebral palsy and less than 7.'>,000 from tuberculosis. 

About 50 per cent of known epileptics have their attacks almost completely con- 
trolled by drugs and live normal lives. For the other half, treatment methods are 
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less effective. About 30 per cent have the frequency of seizures reduced markedly, 
while the remaining 20 per cent show almost no response to treatment. The rea- 
iionis aren't altogether clear, although doctors are optimistic that medical research 
will soon achieve a breakthrough in relieving their anguish. 

We know now that the prognosis for Paul is good, as it is for many youngsters 
who are put on medication promptly and gain control over their seizures 
promptly. The fewer the seizures the better the outlook. Paul's attitude is upbeat, 
partly because he can communicate with his doctor who answers questions hon- 
estly and patiently, and partly because friends and neighbors have taken an 
attitude of causal acceptance of Paul's disorder. 

It isn't always so. 
When we talk openly about Paul's case, we learn from many friends and 

neighbors that they too have relatives with seizure-patterns, and sometimes a 
pennon himself confesses he has epilepsy, but keeps quiet about it. 

For Instance, Mrs. Y., who lives two blocks away, told us her tale of tears, 
misunderstandings and fear, as she was shunted for three months from an emer- 
gency ward to a clinic to a neurologist's office and dnnlly a third ho^>ital with her 
2-year-old daughter, Joyce. Her child was suffering repeated seizures daily. 
Mrs. Y. was exhausted, confused and frightened, because nobody bothered to sit 
down and answer her questions. Her anguish, we discovered, was all too frequent. 

Physicians often fail to consider the emotional needs of parent and child. 
Even the most conscientious and sympathetic doctor hasn't the time to provide 
all the counseling services i«rent and child may require. He can't be expected to 
talk to the school principal or a prospective summer job employer, or spend half 
an hour with a parent explaining what an EEG is and what it tell.s. It is not 
necessarily the doctor's fault. In part, it's up to the patient's family to seek fur- 
ther information and guidance—which is widely available. 

The Epilepsy Foundation of America (EFA), with chapters all over the coun- 
try, is a wonderful source of information and help. If Mrs. Y. had gone to them at 
the beginning, she might not have found herself fighting off the tears, sitting by 
Joyce in her high chair, saying, "If I could just talk to someone who could 
answer my questions. If I I'ou'd just talk t« some other parents who have been 
through this. I look at other children in the grocery store, and they are normal, 
and Joyce isn't. Why?" 

The question of "why" is often unanswerable. A probable cause can be given 
for about half the cases of epilepsy today, and research may shetl light on more 
cases soon. There are many epilepsy research projects around the country, but 
the main center is the National Institute of Neurological Diseases and Stroke, 
a part of the National Institutes of Health in Bethesda. Md. 

I remember well the day I walke<l across the institute's rolling, well-tende<l 
lawns to talk to an expert. In an office walled from floor to ceiling with publlca- 
tion.s and charts, I found a totally un-austere neurologist. Dr. James Cereghlno. 
He is one of a team of scientists studying "the epilepsies," as they call them, and 
he is as sensitive to the social problems of people with epilepsy as he is involved 
in the related medical research. He wants to tell you everything known, imme- 
diately, in words you can understand. 

Some facts: Epilepsy is not a disease. It is a term (derived from the Greek, 
meaning "seizures") to describe both a set of symptoms and the underlying 
mechanism that causes them. Precisely, it is "recurring, uncontrolled electrical 
discharges of brain cells." The symptoms of epilepsy are called "seizures" be- 
cause people used to think that a victim had been "seized" by an evil spirit. 
Incredibly, some people still do. 

Seizures can vary from a twitch of an eyelid or a pain in the stomach to 
violent tremors all over the body. They can last a few seconds or a few minutes. 
They can be frequent or seldom. Sometimes, as with our our son Paul, there is a 
warning or "aura." Traditionally, .scientists divided epilepsies into little (petit 
mail, big (grand mal), and temporal lobe (psychomotor), because these afflic- 
tions were first described by their symptoms. 

After the EEG was developed to measure electrical activities of the brain, it 
became jwssible to know where, when and how long electrical disturbances occur, 
what brain cells start the action, and how Inten.'se the electrical discharges are. 
Now there is an international classification of epilepsy type and seizure type. 

Epilepsy is not contagious. It is not necessarily progressive. It has nothing to 
do with intelligence, emotional makeup, economic or ethnic background. About ir) 
per cent of all cases occur in the first 20 years. Heredity plays only a small role. 
Many forms of epilepsy are the result of brain damage at birth, or after birth 
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from organic injury, such as a blow from an accident. This type is not Inherited, 
and cannot therefore be passed on to children. However, in "idiopathic epilepsy" 
twhich simply means the cause is not known), some tendency to inheritance does 
exist. (Doctors often are reluctant to use the term "idiopathic," for some people 
associate it with "idiots," wlilch seizure-prone children certainly are not. 

Very little was done scientifically to investigate epilepsy until the late 19th 
Century, when German scientists turned their attention to this classic suf»ersti- 
tion-enshrouded malady. The first big l)reakthrough in seizure control came with 
the discovery in 1912 that phenobarbital helped—nobody really knew why. The 
next milestones were the discovery of dilantin and the EEG, in the lOSOs. Now 
there are 14 drugs on the United States market for epilepsy. 

An important new tool In clinics is "GLiC," or Gas-Liquid Chromatography, 
which measures levels of medication in the blood samples of epilepsy patients. 
This can tell a doctor promptly if the patient is taking his medicine or not and 
If it's effective. Research is inching ahead with new discoveries In surgery and 
telemetry as well as drug therapy. 

History jjoints out that St. Paul, Socrates. Caesar, Dante, Luther, and Napo- 
leon all almost certainly had epilepsy. But name one famous person today who 
has epilepsy! There is a strange silence. 

Sadly, prejudice and superstition are still so alive in the land that very few 
prominent people in any profession or business feel they can publicly admit to 
having it. Apparently, they feel their careers would be endangered. If one out 
of 50 people is seizure-prone, wouldn't there be some congressmen afflicted? One 
senator? Wouldn't his story of achievement be helpful to today's young victims 
and their parents? Although epilepsy research has many friends in Congress, 
who help get the funds to carry on the research, there are no prominent politi- 
cians who admit to a seizure-pattern. 

No actress, tycoon, sport star either? If they only knew how much they would 
help others by speaking out—those few prominent i)eople who do have epilepsy— 
perhaps they would risk exposure. 

According to EFA studies, prejudice is diminishing slowly. The School Alert 
program is a promising step. If a child has a seizure in a classroom, and the 
teacher is frightened, his classmates most certainly will be, too. And he will suffer 
embarrassment at best, ostracism at worst. 

The School Alert Kit explains to teachers, school nurses and students and 
parents what a seizure is and how to handle it in the classroom. Five thousand 
kits were sent across the nation by the foundation last year, and the program is 
going over well. As more teachers understand seizures, there will be fewer victims 
sent home by a frightened, unknowing teacher who can't cope. 

A newer national program is Police Alert. It shows police how to distinguish 
someone stumbling with a seizure from someone drunk, and how to help him. 
Next on the drawing board is a Lifeguard Alert program, enabling seizure-prone 
children to swim safely. 

But what we really need is a People Alert program. You can make the life of 
a child in your neighborhood much easier by simply offering him understanding 
and the respect you would offer anyone else. 

If you are the parent of a child with seizure-pattern, please don't hide it. Talk 
about it; get information available to you. Some child's neurons may have mis- 
behaved, but science can control most of them now and will some day discipline 
all of them. Sui)erstition, not an erratic neuron, is the work of the devil. 

Mr. KYROS. Thank you. Mrs. Steitz. It's a very moving statement. 
Our next witness on the panel will be Mr. James A. Autry, the 

editor-in-chief of Better Homes and Gardens. 
Welcome to the committee. Mr. Autrj". 

STATEMENT OF JAMES A. AUTKY 

Mr. AuTRT. Thank you very much. 
As part of my statement I have submitted an article published in 

Better Homes and Gardens in June of this year concerning epilepsy 
and other brain disorders. 
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Information and public health education must be a No. 1 pri- 
ority in the field of epilepsy. We have a number of informational pro- 
grams underway. As you have heard all of them, though restricted by 
limited budgets, set the pattern for a continuing effort. 

For instance, there is epilepsy month, designed to alert local com- 
munities to the needs of epilepsy. This is handled primarily by volun- 
teers who in their local communities request free public service 
announcements on radio and television. But the free time we get does 
not begin to match that of other health organizations which have 
strong Government support, causes such as alcoholism, drug abuse, or 
venereal disease. 

Another program is School Alert, which provides educational ma- 
terials to teachei-s, school nurses, and students. 

In 1973 demand for the materials doubled to much beyond the avail- 
able number of study and work kits. School Alert has received com- 
mendations from the National Education Association and the 
American Association for Healtli, Physical Education, and Recrea- 
tion, but a recent request for a small amount of funding from the 
Bureau of Education was rejected. 

Available consumer literature is completely authoritative and is at- 
tractive, but limited financial resources place this material in a con- 
stant back-order situation. 

By using a basic correspondence list an attempt has been made to 
survey both patients and parents of children with epilepsy. Results 
were encouraging, and we now have guidelines for informational ac- 
tivities, but to change attitudes as Mr. Gallup will explain, I am sure, 
a constant massive communications effort and a constant evaluation of 
progress are required. 

In fact, Mr. Neal Gilliatt, vice chairman of the Interpublic Group 
of Companies, one of the largest marking and advertising agencies in 
the world, has stated tiiat at least $4 million a year is required to sell 
one simple idea to the American public. He maintains that we must 
identify tlie problem, solve it from a communicator's viewpoint, then 
back it—to all segments of the public—with sulistantial media support 
and frequency. 

^Vhat segments of the audience are we trying to reach ? They are 
many. 

One, the general public, with particular emphasis on the poor and 
less educated; 

Two, pediatricians, internists, and general practitioners whose busy 
schedules prevent them from having the time to discuss the disorder 
in depth with patients; 

Three, nurses and school nurses; 
Four, educators; 
Five, parents and patients themselves; 
Six, vocational rehabilitation specialists, employers, unions, hospi- 

tals, religious and fraternal organizations; 
Seven, insurance companies, Federal, State and local government 

agencies, and 
Eight, legislators. 
For each of these groups tiie epilepsy story must be presented differ- 

ently to explain how it affects their daily lives and work. 
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Tlie other members of this panel have told you from their personal 
experience and knowledge the specific informational needs which cotild 
be met by a national plan. But we must also include analysis, data 
gathering, planning, creative materials, extensive and frequent use of 
media, and a measurement of the efforts needed to attain the objectives. 

I suppose every special cause tiiat comes liefore you gentlemen con- 
sider itself unique. And I'm sure each has unique characteristics. But 
I really doubt that there is now another health problem whose victims 
are often less victimized by the affliction itself than by the ignorance, 
superstition, and fear and they must face in their everyday live^. I 
doubt that there is another disorder whose victims can be helped so dra- 
matically in a medical sense yet then made to suffer the social pains of 
discrimination and embarrassment. I can't imagine a cured cancer pa- 
tient who would not cry out witii joy. "I lieat cancer." But it's often 
tough to convince a controlle<l epileptic to admit, "I lieat epilepsy." 

This is why we here set such a high priority on information and 
education. 

We must show people how to live with epilepsy. We must sho* the 
pereon who has epilepsy how to live with iiimself, fully and produc- 
tively. We nnist siiow all those who deal with him or her that this is a 
full and productive pei-son. 

We have to make this a national problem for the Nation to solve and 
we need a national plan to do it. There is a ground swell in motion 
among the Congress, the people, the professionals, and this is the time 
for us to see it and direct it. 

As the 4 million {>eople with epilepsy and their families and friends 
l)egin to speak again to be tiieir own best advocation, l)egin to lie their 
own liest defendei-s, the}' will liecome a positive force for the solution 
of the Nation's health problems. 

There is a motto on the masthead of the Scripps-Howard news- 
papei-s that we would offer as a guide to this day * * * 

"Give light and the people will find their own way." And we feel this 
bill can provide a great deal of light. 

Thank you. 
[Testimony resumes on p. 142.] 
[Attachment to Mr. Autry's statement follows:] 

(From the Better Homes and Gardens, June 1974] 

WHAT YOU SHOULD KNOW ABOUT EPILEPSY, PABKINSON'S DISBABE, MULTIPLE 
SCLEBOSIB,    AND   OTHEB   BBAIN    DIBORDEBS 

(By Gerald M.Knox) 

The human brain and central nervous system are awe-some instruments, 
far more advanced than the most sophisticated man-made computer. Many of 
Iheir inner secrets defy even the most inquisitive Investigators. But at last 
science is l)eKinning to understand many of the brain's complexities. In labora- 
tories around the world, researchers are assembling, fragment by tantalizing 
fragment, a fascinating mosaic of the subtle chemical, biological, and physical 
processes that govern every human thought, emotion, and action. 

And as we have learned more about how these organs function, we are also 
discovering why they sometimes malfunction. One oflSdal of the National Insti- 
tute of Neurological Diseases and Stroke (NINDS) says, "We have learned 
more alwut some neurological disorders in the past 25 years than we did in 
the previous 2,500." Since fuller knowledge is preliminary to better treatment 
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and control, this is indeed heartening news for many Americans and their 
families. 

Disturbances of the brain and central nervous system have historically been 
among the most tragic, disabling, and intractable scourges of mankind. Not only 
do these disorders claim lives, but they sentence many to a lifetime of total or 
partial disability, and sap medical and financial resources far out of proportion 
to the numbers afflicted. Amyotrophic lateral sclerotis (AL8), for instance, 
afflicts only about 9,000 Americans and claims 1,400 lives a year, yet the cost of 
caring for these victims is estimated at over $37 million annually. 

Most tragic of all, because neurological disorders sometimes produce bizarre 
physical behavior, popular opinion confu.ses them with mental illness—even 
though the victim's mental powers frequently are unimpaired. The epilepsy 
patient, for instance, has been shunned for centuries, even though many great 
men of history, including Julius Caesar, Alexander the Great, and Dostoevski, 
were thought to be subject to .seizures. 

The roll of neurological disorders Includes one of the most publicized and 
dramatically controlled—polio; and one of the most commonplace—headache. 
The NINDS estimates there are between 200 and 300 other disabling condi- 
tions of the brain and central nervous system, including those resulting from 
disease, tumor, or Injury. Some relatively rare conditions have been widely 
publicized, such as ALS, still known as "Lou Gehrig's disease" for the star 
baseball player struck down in his prime, and Huntington's disease, a heredi- 
tary incurable degeneration of the brain cells which killed folk singer Woody 
Guthrie. 

But the most common neurological disorders fall into ten rough groupings. 
Research has not advanced uniformly against all of them; there remain many 
mysteries and murky areas. But in virtually all cases the outlook is more opti- 
mistic than in the past. Here is where we stand today : 

Epilepsy represents one of neurology's recent success stories, from a scien- 
tific point of view, at least. The effects of the disorder have been known since 
Biblical times; ancients "possessed by devils" undoubtedly were victims of 
epileptic seizure. Science now knows that epilepsy is not a disease, but only 
a symptom. And, thanks to new drugs and more precise methods of detection 
and analysis, seizures can actually be eliminated in about 60 percent of victims— 
and controlled in 20 percent of others. Today, epilepsy patients can typically 
hold Jobs, marry, and lead seizure-free lives. 

About two million Americans have had at lea.st one epileptic seizure; three 
million more may be "secret" epileptics, unaware of their condition or hiding 
it in fear of discrimination against them simply because they have the con- 
dition. About half the victims are under 20. The seizure occurs when abnormal 
electrical discharges in the brain trigger nerve cells, controlling certain body 
movements, causing erratic behavior. The electrical malfunctioning may be 
caused by brain injury, a disease such as meningitis, a brain tumor, or a con- 
genital condition. In more than half the cases, no cause can be identified. 

There are four chief types of seizures. Orand mal ("great sickness") Is the 
most dramatic. The victim may cry out, become rigid and even temporarily 
cease breathing, then fall unconscious and thrash for perhaps minutes in violent 
jerks of the entire body. He may bite his tongue or lose control of his bladder 
before the attack subsides and he falls into a typical deep sleep. Although 
frightening to the onlooker, the attacks offer no physical danger to the victim 
unless he falls where his head might strike a hard object, but they are, of 
course, a tremendous embarrassment to him. Grand mal seizures often respond 
well to treatment. 

Petit mal ("little sickness") mainly afflicts children. Its victims have "blank" 
or staring spells that last seconds and occur as often as several times a day. 
The child may even be unaware of them. Petit mal seizures usually disappear 
by age 18, or may continue as other types of seizures. 

Focal seizures originate in one part of the brain. The spasm may start in a 
single finger or toe and then march up the body as more and more cells become 
affected until the whole body Is involved. 

Psychomntor seizures are a particular form of focal seizure which seems to 
begin in the temporal lobe over each ear, and appear to have emotional as well 
as physical reactions. The victim may be overwhelmed by a sudden vague fear. 

41-522 O—74 10 
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He may push away people who try to help him, fnmble with his clothes, and 
fling his head and arms around. I^sychomotor seizures are the most difficult to 
treat. 

Fortunately, epilepsy can quite often be diagnosed by an electroencephalo- 
gram, which measures brain waves by placing electrodes over many areas of 
the scalp. Even during a seizure-free period, the epileptic's EEG may show a 
distinct spiky pattern. Telemetrj' »s also being used In difficult cases. This allows 
recording of brain waves for longer periods under more varied conditions than 
ever possible with the standard EEG recording. 

Drugs have been used to combat epilepsy since the 1880*s, but the most suc- 
cessful ones have come along in the last 30 years, and some in the last ten. 
Fourteen drugs now are used singly or in combination to reduce the intensity 
or frequency of seizures. And through a technique called gas-liquid chromatog- 
raphy, a doctor can now measure the precise amount of anticonvulsant drugs 
in a patient's blood, and prescribe the individual dosage which vrill help him 
mwt. 

While not as much progress has been made in the social sphere against epilepsy, 
there have been gains. Pressure by the Epilepsy Foundation of America and 
others has resulted in the relaxation of many legal restrictions on epilepsy pa- 
tients. For instance, most schools now accept them on medical certification that 
seizures can be controlled; the old laws prohibiting marriage between epilepsy 
patients have largely disappeared. The U.S. Civil Service Commission now for- 
bids hiring discrimination against persons who have been seizure-free for two 
years, and many states now grant driver's licenses under the same condition. 
However, unofficial barriers remain. For instance, many epilepsy patients can 
obtain driver's licenses but cannot qualify for insurance—which effectively bars 
them from driving. Still, the fight for such simple human rights is making real 
headway. 

Parkinson's disease is a second success story. This progressive paralytic dis- 
order affects IVG million Americans, mostly over 50 years of age, and its symp- 
toms are unmistakable. The victim walks in a hunched shuffle, arms held rigidly 
at the sides, hands trembling, his face an expressionless mask. Often he will seem 
unable to start a movement and then be unable to stop it once begun. Although the 
disease is seldom fatal, the symptoms worsen until the patient is totally disabled. 

Thanks to a drug called L-Dopa, three out of four Parkinson's victims now can 
be markedly helped. The drug builds on an earlier finding that Parkinson's dis- 
ease is caused by a progressive failure of nerve tissue in the brain stem to pro- 
duce a neurotransmitter. This chemical messenger which carries messages from 
one nerve cell to another is called dopamine. L-Dopa seems to stimulate the pro- 
duction of dopamine and raise its levels to near-normal. 

About one in four Parkinson's victims cannot tolerate the heavy daily doses of 
LrDopa because of serious side effects that sometimes produce new spasms and 
Involuntary movements. Moreover, L-Dopa apparently has no lasting effect: once 
the treatment is stopped, the symptoms return. Thus the search for a better drug 
goes on. Dr. Melvin D. Yahr of the Parkinson's Disease Research Foundation and 
other researchers now are experimenting with L-Dopa in combination with other 
substances which might eliminate the side effects. 

Other research Is seeking to discover the cause of the disease. All that Is known 
for sure is that one variety comes as the aftermath of encephalitis. Possible 
causes for the other varieties of Parkinson's include a slow-acting virus which lies 
dormant for years in the body, a dietary deficiency, a genetic weakness, and a 
buildup of metallic poisons in the system. The latter theory Is given supiwrt by 
the discovery that manganese poisoning can cause symptoms like Parkinson's. 

Multiple sclerosis .seems to present a bleak picture, yet it is one of the neuro- 
logical disorders Investigators are optimistic about. "MS" afflicts between 100,000 
and 250,000 Americans (with another 250,000 having closely related disorders). 
Three out of five of these victims are women and most, tragically, in the prime 
of their lives—between 20 and 40. It is a progressive disease of baffling origin 
which occurs more often in cool climates than in hot ones. There is no cure and 
very little effective treatment. 

The disease results from the destruction of the fatty myelin tissue which in- 
sulates and protects the nerve fibers of the brain and spinal cord. The destruction 
occurs in Irregular patches and In more than one location, giving rise to the 
term "multiple." Once the loss has occurred, the demyelinated nerves can no 
longer send the proper signal to the motor neurons. Early warning signs are 
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slurred speech and patches of tingling and numbness. Later the victim may 
stumble unsteadily, liave double or blurred vision, or feel extreme weakness. 

According to Dr. Kobert Layzer of the University of California, the first MS 
attacli usually strilces suddenly, and lasts several weeks. Then tlie condition 
may seem to disappear, not to recur for several months or years. Some people 
never have a second attack, but most are stricken repeatedly, with intermittent 
periods of apparent improvement. Many victims are never severely disabled, 
but in some the attacks usually become more severe and progressively disabling 
as more and more of the nerve crtls are scarred by demyelination. Eventually 
the patient may be unable to stand, walk, control his bladder, or see properly. 
Still, most victims have a normal lifespnn and some can even continue working. 
One study showed that 35 percent still held jobs 15 to 20 years after the first 
attack. 

The on-again, off-again nature of MS makes it difficult both to diagnose and 
treat. Doctors never know whether Improvement results from therapy or is sim- 
ply a natural interlude of remission. And early symptoms are so vague that some 
cases go undetected for years. Kven when a doctor suspects MS, he may hesitate 
to diagnose it until a second attack confirms his opinion. Six years usually 
elapse between the first symptoms and the final diagnosis. Once MS is identified, 
little can be done to help the victim. Neither drugs nor other therapies have been 
consistently successful. However, rehabilitation can help some patients main- 
tain skills, since the nerves themselves are not destroyed. 

The big lio|)e in MS, however, lies in research. Investigators now feel that they 
may be closing in on the cause which has eluded them for so long. In 1972, Con- 
gress established a national advisory commission to review the status of MS 
research and help coordinate efforts. Four promising avenues are being pursued. 
One line of investigators seeks an environmental explanation, since MS occurs 
more fre<iuently in the temperate zones "f this country and throughout the 
world than in the tropical and subtropical ones. A second is a basic study of the 
body's myelin-buillding process, which may lead to understanding why the 
process sometimes goes wrong. A third seeks a slow-acting virus or perhaps a 
delayed reaction to a common virus. The fourth hypothesizes that MS is caused 
by a malfunction of the immunological system, which causes the body to attack 
its own myelln as if it were an Invader. 

The most intriguing explanation of all, according to UC's Dr. Layzer, is one 
that combines (3) and (4). The theory is that a virus may cause some trivial 
damage to the tissue, altering it Into a foreign substance that sets off an auto- 
immune reaction. This explanation is partially home out by the discovery that 
ACTH, a steriod hormone which is used to treat Immunological disorders, apn 
pears to have some limited success against MS. The theory is l)eing further 
studied by scientists who have reproduced a related disease of immunological 
origin In the laboratory animals. 

Cerebral palsy, like epilepsy, is not a di.sease at all, but only a symptom—a 
group of conditions affecting muscular control that arise from damage to the 
developing brain, usually before birth. Because brain damage cannot be corrected, 
there la no cure. However, re<-ent advances can help prevent further cases In the 
future, and aggressive rehabilitative therapy can help minimize Its effects. 

Most cerebral palsy is evident early in the infant's life. About half the 750.000 
victims are spaxtir. Their tightly contracted muscles make them walk with a 
lurching gait, fling their arms and toss their heads, and speak in a guttural 
voice. Most of the other victims are athctoid, with constant, uncontrolled motion 
of the limbs. Less common is the ataric form of cerebral palsy, marked bv jxior 
balance and frequent falls, and by tremor of the hands and feet. The type is 
determined by which portion of the brain has been damaged. Some victims are 
only mildly affected and live relatively normal lives; others are affected In only 
one limb, or on one side of the body. And some have a mixture of several tyiies 
of cerebral palsv and have visual and hearing defects as well. 

Cerebral pa'sy often seems to lie related to conditions in early pregnancy—and 
even before—such as poor nutrition, poor health, anemia, toxemia, and exposure 
to toxonlnsmosls, German measles, and other diseases. Diseases which strike in 
the last months of pretmancy. when the brain and spinal cord are maturing, 
cnn be e.sneda'iy danserous. Other cases nrise at birth, from comnlicatinns of 
delivery or from inlury or Infection or oxygen deprivation. Premature hahles 
and those of low birth weight appear particulariy susceptible. Some rare forms 
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of CP, such as Legch^Xyhan Syndrome, come from an inherited enzyme defect. 
A continuing eight-year study of 58,0(X) pregnancies and their offspring is ex- 
pected to shed further light on the causes of cerebral palsy. One entire volume 
of the study will be devoted to children in the group who displayed the condition. 

Although drug therapy has heli)ed some cerebral i)alsy victims relax tensed 
muscles, Its value has been limited. Yet a new drug, dantrolene sodium, which 
has helped some victims of cerebral palsy to lead near normal lives, was recently 
approved by the FDA. The drug relieves spasticity which stems from over- 
activity of the muscles. It acts on the muscle fiber itself and not on the central 
nervous system. 

Surgery also can sometimes make walking easier for some spastics by severing 
nerves controlling contracted muscles and by lengthening heel cords to relax 
tense calf muscle. Now muscle transplants are being attempted. Dr. Irving S. 
Cooijer of St. Barnabas Hospital, New York, recently reported that he had been 
able to halt the constant motion of athetoid CP in half of selected cases by freez- 
ing small parts of the brain. And cerebral palsy clinics—mustering physical, 
emotional, educational, and speech therapy under one roof—have helped many 
victims live more normal lives. With special training and appliances, even some 
of the most severely disabled children can learn to walk adequat^y and talk 
understandably by the age of six. 

The headache is by far the most common neurological disorder—so common 
that no one can reliably estimate the number of Its victims. For many people 
its occurrence is sporadic, to be briefly endured and forgotten. But for others, 
it is a disabling ailment, so severe and frequent as to prevent the victim from 
working or leading a normal life. Yet, progress is being made toward understand- 
ing what actually causes headaches and how to treat and prevent them. 

Apart from headaches that are caused by injury, illness, or tumor, most fall 
into two types. 

Muscle contraction headaches strike because the person involuntarily holds 
his neck and scalp muscles in a tense position for a long period. Muscle contrac- 
tion headaches can temporarily be overcome by heat, massage, or a muscle 
relaxant. 

Migraine headaches, however, occur periodically, spontaneously, and without 
appart cause. About two-thirds of the sufferers are women, and about half come 
from families that have a hi.story of migraine headaches. 

"Migraine" is derived from the Greek word "hemicrania," meaning "half the 
head," and the term precisely describes classical migraine. The attack generally 
occurs on only one side of the head, usually the same one in each attack, and is 
often marked by a visibly throbbing artery in the temple and by nausea and 
vomiting. Often the victim Is warned of the headache by an "aura," In which he 
sees sparkling dots and spots, zigzag lines, or heatwaves, or is even temporarily 
blinded in one eye. 

The great headache authority, Dr Harold Wolff of Cornell Medical School, 
taught that migraine was triggered by emotional stress and could only be 
BuccessfiiUy treated by ps.vchotherapy. A growing numl)er of researchers now 
consider both the definition and the explanation too narrow. Many headaches do 
not meet all the criteria of cla.ssical migraine, yet are not niu.scle-contraction 
headaches. A woman's headache during menstruation Is one example. These re- 
searchers believe that headaches result from some malfunction in the centers of 
the nervous system which control blood vessel dilation and contraction, and 
that this malfunction is related to the amounts of certain chemicals circulating 
in the blood. 

Supporting this theory is an increasing body of evidence that certain foods— 
such as cheese, chocolate, and some hot dogs—which have high percentage of 
the susjject chemicals can in some individuals produce a migraine-like headache. 
If this discovery can be confirmed, it may lead to better means of headache con- 
trol—and prevention. 

For severe migraine suffers, a new family of medicines has been introduced 
within the past decade. This medication, taken daily, can either stave off or 
reduce the headache's effects in 60 to 75 i)ercent of severe cases, according to 
Dr. Nell Raskin of the University of California. For some people, however, the 
medication causes serious side effects which limit its usefulness. 

There is still a note of cheer, however, for all migraine .sufferers. Migraine head- 
aches, for reasons unknown, generally decrease in frequency and severity after 
the age of 40 

Narcolepsy is a relatively rare condition whose victims find themselves over- 
whelmed by an uncontrollable desire to sleep. They may suddenly drop to the 
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gronnd while walking or doze off at work, at school, or even while eating. The 
naps may last from a few minutes to hours. 

The disorder Is neither dangerous nor life-threatening, although certainly in- 
convenient for its \ictims. According to Dr. William Dement of Stanford I'niver- 
Blty, narcoleptic sleep seems related to the rapid-eye-movement phase of normal 
sleep which accompanies dreams, and may result from a disorder of the nerve 
centers controlling that process. Investigators have been handicapped In their 
study of narcolepsy by the fact that no parallel condition exists in animals which 
can l)e studied in the laboratory. Tlie di.sorder often can be alleviated by drugs. 

Brain tumors strike over 10,000 Americans a year and kill 8,000, many of them 
children under ten. Although modern treatment can keep victims of certain forms 
of brain tumor alive far longer than in the past, the overall core rate has im- 
I)roved only slightly over the psjst few decades. 

Brain tumors are bafiling because their symptoms mimic many other disorders. 
Deiiendlng on the growth's location, the victim may have failing eyesight, hear- 
ing loss, dizzy sjiells, unusual sleepiness, sudden bouts of irritability, or even loss 
of emotion or Intellect. Morc<>ver, many tumors which would be considered l)enign 
elsewhere in the body are life-threatening in the brain, because in growing 
within the confined si)ace of the skull tliey crowd healthy cells and interfere with 
or destroy their function. However, these tumors are ustially encapsulated and if 
discovered early may be conrpletely removed surgically. Malignant tumors, on 
the other hand, sometimes have roots like a plant and removing them completely 
is difficult without destroying large portions of essential brain tissue in the 
process. Morefiver, some brain tumors are secondary tumors, "seeded" by cancer- 
ous cells from a primary tumor elsewhere. Breast and lung cancers and the so- 
called "black cancers" of the skin seem ijarticularly prone to spread to the brain. 
Sometimes it is possible to cure the primary tumor but not its satellite growth in 
the brain. 

Surgery and radiotherapy remain the chief weai>ons against brain tumor, but 
the great hope lies in drugs. I'sed alone or In combination with radiotherapy, cer- 
tain drugs have shown promise In reaching malignant cancers which cannot be 
attacked by other means. The chief obstacle to greater use of drugs Is the "blood 
brain barrier," a process by which the body filters presumably harmful sub- 
stances out of the blood before they can reach delicate parts of the brain. The 
National Cancer In.stitnte Is vigorously Investigating ways to penetrate this 
barrier. 

Meanwhile, emphasis Is on early detection and rehabilitation. People are urged 
to undergo a complete physical examination when they notice tmy sudden and 
unusual change in habits, from personality traits to vi.^iual ability. A .sophisticated 
technique called the brain scan, which records concentrations of Injected radio- 
active material in cancer cells, can locate tumors in the very early and most 
curable stages. For those people who have been treated for brain tumors and left 
with some functions impaired, rehabilitation can now lead to more normal living. 

Brain injuries—from accidents, falls, and blows to the head—claim an esti- 
mated 50,000 lives a year and hurt iierhaps three million other i)eople. Of all the 
many brain and central ner\'ous system disorders, brain Injuries are the ones 
most likely to strike the average American family. 

Brain damage may occur as a result of the brain's impacting against the 
Interior of the bony skull, cau.slng lirul.«es or lacerations which can have 
permanent effects. Or there may be Internal bleeding or bleeding over the entire 
surface. Sometimes the Injured brain swelb< or fluid collects, putting pressure on 
the cells. There may also be damage from an objec-t's i)enetnitlng the skull and 
brain, or   from depre.s.sed skull fracture which bruises the brain beneath It. 

According to neurologists, you should be concerned alxiut any head injury 
which involves increasing loss of consciousness or causes paralysis or other 
disturbance of brain function. And Dr. Gary Goldstein of the L'C's pediatrlc 
neun)logy branch suggests that parents watch for the following signs after a 
head Injury to children: 

Unconsciousness for more than a few seconds 
Persistent vomiting 
Dilation of one eye pupil 
Limb weakness 
Convulsions 
A second bout of nausea, more severe than which followed the accident. 
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Although parent.s are frequently cautioned to wake up an Injured child every 
hour or two, to check hi.s condition. Dr. Goldstein demurs. He suggests that if 
parents are that concerned, they should immediately seek medical attention. 

Mr. KYROS. Tliank you, Mr. Autry. 
Now, we have finally on the panel the statement of Dr. George Gal- 

lup, Jr. president of the American Institute of Public Opinion. 
Welcome to the committee, Mr. Gallup. 

STATEMENT OF GEORGE GALLUP, JK. 

Mr. G.\LLtJP. Thank you, Mr. Chairman. I am honored to be a witness 
at these hearings. 

I have the results of the nationwide survey on epilepsy that we 
recently con<lurted for the National Institutes of Health. 

You will find the detailed findings attached to my statement [see p. 
145]. 

The results show a dramatic rise in enlightenment over the last 
quarter century of attitudes toward epilepsy and accordingly a 
remarkable decline in prejudice to it. 

Now, let me read you just a few of the key fijidings; 25 years ago, 
in 1949, 45 percent of American adults l)elieved that epileptics should 
not be discriminated against in terms of employment. Today 81 percent 
hold this opinion. 

In 1949, 24 percent said they would object to having their children 
go to school or play with epileptic children. Today, only 5 jjercent 
would object. 

In 1949, 13 percent of persons interviewed thought epilepsy was a 
form of insanity. Today, the comparable proportion is only 2 percent. 

The current survey also shows tliat a very high proportion of 
Americans, 94 percent, have heard or read alwut epilepsy. Six in 10 
or 62 percent say they have known someone who has epilepsy, while 
six in 10 or 60 percent also say they have seen a person having a seizure. 

Now, what are some of the reasons given for these rather dramatic 
changes ? 

Well, Dr. Caveness who is associated with the National Institutes of 
Health, oiTers these reasons, among others. 

F'actors that have contributed to the more enlightened opinion of 
the public include an overall improvement in public attitudes toward 
dread diseases such as tuberculosis, syphilis, and cancer; improved 
medical control of seizures; educational efforts by professional and lay 
societies regarding epilepsy; employment by a number of major indus- 
tries of individuals with a history of attacks; and eased legal restric- 
tions for epileptics concerning immigration, marriage, and the opera- 
tion of motor vehicles. 

Well, while these findings are indeed dramatic in terms of increased 
public enlightenment, there remains considerable room for improve- 
ment. 

Eight percent of Americans, or a projected 11 million, believes epi- 
leptics should not be employed in jobs like other people, while still 
others express uncertainty. 

Five percent, or a projected 7 million Americans, object to having 
their ciiildren associate with persons who have seizures while still 
others express uncertainty on this matter. 
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Two percent, or a projected 3 million, believe that epilepsy is a form 
of insanity, while still others express imcertainty. 

Forty-one percent of Americans, or a projected 57 million, are 
imable to give an opinion as to the cause of epilepsy. In addition, 6 
percent, or a projected 8 million Americans, say they have not heard 
or read about epilepsy. 

While there have been very dramatic g:ains in public enlightenment, 
there is clearly a long way to go as these figures would indicate, and it 
is very important to note that significant percentage of the persons are 
undecided or uncertain. 

Certainly there are some who are giving us the responses they con- 
sider to be the acceptable answer to give. 

While on the surface there are significant gains in enlightenment, 
there is of course a big gap between what people say they will do and 
what they actually will do. 

There is clearly much need for further research, not only to set 
bench marks to determine if progress is being made in public enlighten- 
ment, but to dig into reasons why employers reject epileptics, why 
parents do not let children play with epileptics, there is apparently a 
stigma against epilepsy for operating in our society. 

Well, since 1949, 1 should point out, the Gallup Poll has donated 
some $50,000 worth of research in conducting six nationwide surveys 
on a completely gratis basis, and we stand ready to donate further 
research in ways to enlighten the public, as well as to monitor progress 
in this regard. 

The need for a massive continuing education program is ob\nous, 
and the benefit of such a program is equally obvious f i-om these results. 

Therefore, I would respectively request you gentlemen to make a 
continuing study of the epilepsy universe as part of the national plan. 
We need hard facts, knowledge, measurement of attitudes, a means of 
gageing efforts against objectives. 

If wo are to make progress, we must continually measure that 
progress. 

Thank you for the opportunity to present these survey findings. 
[Testimony resumes on p. 159.] 
[Mr. Gallup's prepared statement and attachment follow:] 

STAIEMEMT OF GEOROE GALLUP, JR., PBESIDENT, AMEBIOAN 
iNSTrrtTTE OF PUBLIC OPINION 

Public enlightenment regarding lienlth problems has grown at a rapid pace 
In recent years. For example, attitudes toward epilepsy—a condition now afflict- 
ing an estimated four million persons—have undergone profound change over 
the last quarter-century. 

Twenty-five years ago, in 1949, 45 percent of American adults believed that 
epileptics should not be discriminated against in terms of employment. Today 
81 jiercent hold this opinion. 

In 1(M9, 24 percent said they would object to having their children go to 
school or play with epileptic children. Today, only 5 percent would object. 

In 1949, 13 percent of per.sons interviewed thought epilepsy was a form of 
insanity. Today, the comparable proportion Is only 2 iwrcent. 

The current survey also shows that a very high proportion of Americans, 94 
percent, have heard or read about epilepsy. Six in 10 (62 percent) say they 
have known someone who has elip.sep.sy, while six in 10 (60 percent) also say 
they have seen a person having a seizure. 

Beginning in 1949, and at regular five-year Intervals since that time, the Gal- 



lup Poll as a public service bas coducted a national in-d^th survey of public 
attitudes toward epilepsy for the National Institutes of Health In Betbesda, 
Maryland. The survey, conducted in close association with Dr. AVilliam F. Cave- 
ness, was reported in detail at the American Neurological Association meeting 
in Boston, June 10-12. 

Factors that have contributed to the more enlightened opinion of the public 
include an overall Improvement in public attitudes toward dread diseases sucb 
as tuberculosis, syphilis, and cancer; improved medical control of seizures; educa- 
tional efforts by professional and lay societies regarding epilepsy; employment 
by a number of major industries of individuals with a history of attacks: and 
eased legal restrictions for epileptics concerning immigration, marriage, and the 
oi>eration of motor vehicles. 

While dramatic gains have been recorded in public enlightenment regarding 
epilepsy, there remains considerable room for improvement: 

Eight percent of Americans, or a projected 11 million, believe epileptics should 
not be employed in jobs like other people, while still others express uncertainty. 

Five percent, or a projected 7 luillion, object to having their children as- 
sociate with per.sons who have seizures while still others express uncertainty. 

Two percent, or a projected 3 million, believe that epilepsy Is a form of in- 
sanity, while still others express uncertainty. 

Forty-one percent of Americans, or a projected 57 million, are unable to give 
an opinion as to the cause of epilepsy. In addition, six percent, or a projected 
8 million Americans, say they have not heard or read about epilepsy. 

It should be emphasized that in addition to those who give a definite response, 
still others (as pointed out) express uncertainty or have no opinion. 

Clearly, there is a reason to develop further programs to Increase public en- 
lightenment and to improve the lot of epileptics In our nation. 

The survey results are based on In-person Interviews with 1,504 adults, 18 and 
older, in more than 300 scientlfleally selected localities across the nation, con- 
ducted in January. 

The design of the sample Is that of a replicated probability sample down to 
the block level In the case of urban areas and to segments of townships in the 
case of rural areas. 

After stratifying the nation geographically and by size of community in 
order to insure conformity of the sample with the latest available estimates by 
the Census Bureau of the distribution of the adult population, about 320 differ- 
ent sampling locations or areas were selected on a strictly random basis. The 
interviewers had no choice whatsoever concerning the part of the city or county 
in which they conducted their interviews. 

Approximately 5 Interviews were conducted in each such randomly selected 
sampling point. Interviewers were given maps of the area to which they were 
assigned, with a starting point indicated, and required to follow specific di- 
rections. At each occupied dwelling unit, interviewers were instructed to select 
respondents by following a pre.scribe<l systematic method and by a Male-Female 
assignment. This procedure was followed until the assigned number of inter- 
views was completed. 

Since this .sampling procedure is designed to produce a sample which ap- 
proximates the adult civilian iKipulation (18 and older) living in private 
households in the U.S. (that is, excluding those in prisons and hospitals, hotels, 
religious and educational institutions, and on military reservations), the survey 
results can \te applied to this population for the purpose of projecting percentages 
into numliers of people. Tlie manner in which the sample is drawn also produces 
a sample which approximates the inipulatlon of private households In the United 
States. Therefore, survey results can also be projected in terms of numbers of 
households when appropriate. 

The need for a massive, continuing educational program is obvious. And the 
benefit of such a program is eciually obvious from these results. Therefore, I 
would respe<'tfully request you gentlemen to make a continuing study of the 
epilepsy universe as jmrt of the national plan. We need hard facts, knowledge, 
a mea.surement of attitudes, a means of gauging efforts against objectives. If 
we are to make progress, we must continually measure that progress. 
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MATERIALS AND METHODS 

In 1949, a series of questions were framed by William G. Lennox, 
H. Houston Merritt, and William F. Caveness to gain some concept of the 
attitudes throughout the United States toward epilepsy as it related to the 
intellectual, social and economic spheres of our society. These queries were 
asked by Gallup in a survey conducted by the American I nstitute of 
Public Opinion; 1,504 responses were elicited from the adult (18 and older), 
non-institutional, civilian population by the institute's personal interviewers. 
The survey was designed so that every major group in the population was 
represented in proper proportion. 

The design of the sample is that of a replicated, probability sample 
down to the block level in the case of urban areas, and to segments of town- 
ships in the case of rural areas. Approximately 300 sampling points, i.e., 
clusters of blocks or rural segments were selected for the latest survey. 

The reader should bear in mind that the survey findings reported 
here are subject to sampling error. The following table shows the size of the 
error for samples as small as 200 and ranging up to 1500. The figure represents 
the limits within which a precentage will range 95 times in 100. For example, 
if the result is based on 200 cases and the percentage is near 40, then the odds 
are 95 in 100 that this figure will fluctuate no more than 9 percentage points 
in either direction-that is, from 49 to 31. If the result is based on the ques- 
tioning of 1500 persons then the odds are 95 in 100 that the fluctuation will 
be within 3 percentage points in either direction or 42 to 38. 

In Percentage Points 
(at 95 in 100 confidence level) 

Sample Size • 

600 1500 1000 400 200 

2 2 4 4 5 
2 3 4 5 7 
3 4 5 6 8 
3 4 5 6 9 
3 4 5 6 9 
3 4 5 6 9 
3 4 5 6 8 
2 3 4 5 7 
2 2 4 4 5 

Percentages near 10 
Percentages near 20 
Percentages r>ear 30 
Percentages near 40 
Percentages near 50 
Percentages near 60 
Percentages near 70 
Percentages near 80 
Percentages near 90 

To measure the trend in public attitudes toward epilepsy surveys 
were also conducted in 1949 (Caveness), 1954 (Caveness), 1959 (Caveness), 
1964 (Caveness et al.), 1969 (Caveness et al.). 

RESULTS FROM THE 1974 SURVEY 

The questions asked with the responses recorded in the most recent 
poll are listed in tables 1 • 7. 
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TABLE  1 

ANSWERS UPON THE QUESTION: "HAVE YOU EVER HEARD OR READ ABOUT THE DISEASE 
CALLED 'EPILEPSY' OR CONVULSIVE SEIZURES (FITS)r 

Number of 
RwuItt: IntCfviawf 

NATIONAL 1604 

EDUCATION 
College 463 
High School 803 
Grade School 233 
(undeiignated n 

SEX 
Men 1B2 
Wofncn 112 

AGE 
18 - 29 yeert 370 
30  49y«en na 
50 yean & older S73 
(undesignated SI 

OCCUPATION 
Professional & Businea 392 
Clerical and Saiei 176 
Farmen 64 
Manual Worfcan 660 
Non-Labor Force 30B 
(undesignated «n 

CITY SIZE 
500,000 and over 4W 
50.000-499.999 4CB 
2.500-49.999 Xt 
Under 2.600 4M 

REGION 
Eest 3n 
Midwest 406 
South 461 

AnsvMra (total 100K) 
Yes(%) No(%) 

84 6 

07 3 
06 4 
86 16 

03 7 
06 « 

03 J 
86 4 
08 8 

06 2 
00 a 
01 9 
04 6 
87 U 

06 6 
06 4 
01 0 
02 8 

06 6 
06 4 
82 0 
00 10 
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TABLE 2 

ANSWERS UPON THE QUESTION:      "DID YOU EVER KNOW ANYONE WHO HAD EPLEPSYr' 

Not familiar with 
Rwulw: Yll(» ftolM -jBUion ai 

NATIONAL «2 32 a 
EDUCATION 

Collaga n as s 
HH^ School a 33 4 
Gnde School 47 38 n 

SEX 
Mm « 31 7 
WOTTMn tt 33 « 

AGE 
18-29 VHra s 35 7 
30-49 y«n 30 « 
UyMn&oMw •1 31 t 

OCCUPATION 
ProfMdonil and ButiriMi 70 28 2 
Clerical and Salai as 33 2 
Fannan flO 31 • 
Mlanual Workan m 33 a 
Non-Labor Foraa M 33 13 

CITY SIZE 
600,000 and o««r «l 34 • 
50.000-499,999 M 32 4 
2,500-49,999 « 36 • 
Undar 2,500 M 28 • 

REGION 
Ean M 32 1 
MidiMfl «r 29 4 
South m 37 • 
Waat M 27 19 
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TABLE 3 

ANSWERS UPON THE QUESTION:      "HAVE YOU EVER SEEN ANYONE WHO WAS HAVING A 
SEIZUREr 

Atwmn («otal 100%) 
Not familiar with 

R««ulti: YaaWl No IM. •pilflW (*)  . 

NATIONAL ai 33 6 

EDUCATION 
Collagi M 33 3 
HlQn SuKXH « 33 « 
Qradi School H 36 W 

SEX 
Mm Ct 31 7 
Woman W 36 1 

AGE 
18-29 van M 38 7 
30-49 vMra •r 29 4 
60 vMn & oldw 61 31 8 

OCCUPATION 
Profmional wid BininMi 68 30 Z 
CIvkal md Sata* B7 41 2 
FtiTMrs « 43 • 
Manual Woricwt n 33 • 
Non-Labor Fore* n 34 W 

CITY SIZE 
600,000 and OMT M » • 
60,000  499,999 M 32 4 
2,600   49,999 n 34 0 
Undar 2.600 M 38 8 

REGION 
EaM M 31 8 
Mlilwi 82 34 4 
South n 36 8 
Wwt 9f 33 W 
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TABLE 4 

ANSWERS UPON THE QUESTION: "WOULD YOU OBJECT TO HAVING ANY OF YOUR CHILDREN 
IN SCHOOL OR AT PLAY ASSOCIATE WITH PERSONS WHO 
SOMETIMES HAD SEIZURES (FITS!7" 

Answers (total 100%) 

No Not familiar with 
RasjItK Y«(»| N9(%1 opinion (%) epileosy i%) 

NATIONAL 5 84 B 6 

EDUCATION 
College e 90 2 3 
High School 6 87 4 4 
Grade School 7 69 9 15 

SEX 
Men 6 82 6 7 
Women 5 86 4 6 

AGE 
IB - 29 yean 6 85 3 7 
30 - 49 years 4 90 2 4 
50 years & older 6 78 8 8 

OCCUPATION 
Profettional and Businev 4 92 2 2 
Clerical and Sales 2 93 3 2 
Farmers 8 75 8 e 
Manual Workers 6 B4 4 e 
Non-Labor Force 6 71 10 13 

CITY SIZE 
500,000 and over B 85 5 S 
50.000   499.999 6 87 3 4 
2.600   49,999 4 80 7 0 
Under 2,500 B 82 B 8 

REGION 
EM 6 86 4 6 
MWMMt B 86 5 4 
South 7 79 6 8 
West 4 82 4 10 
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TABLE 5 

ANSWERS UPON THE QUESTION: "00 YOU THINK EPILEPTICS SHOULD OR SHOULD NOT BE 
EMPLOYED IN JOBS LIKE OTHER PEOPLE?" 

Answers (total 10O%l 

Should No          Not familiar with 
Result!:. Should (%) Not (%|. ooinion 1%) epilepsy (%) 

NATIONAL ai 8 6 C 

EDUCATION 
Collage •7 6 4 3 
High School 84 7 6 
Grade School 86 13 7 IS 

SEX 
Men 77 11 5 
Women •« 6 6 

AGE 
18 ' 29 yeen 83 6 4 
30   49 years 88 6 B 
50 years & older 74 12 6 

OCCUPATION 
Professional and Business 92 3 3 
Clerical and Sales 85 7 6 
Farmers 66 13 13 
Manual Workers 81 8 5 
Non-Labor Force 06 16 6 13 

CITY SIZE 
600,000 and over S5 S 5 
50,000   499,999 84 8 4 
2^00   49,999 77 10 4 
Under 2,500 74 10 8 

REGION 
East » 8 8 
Midwnt •4 8 4 
South 7* 12 6 
Wen 78 7 4 10 

Cross tabulation. Of those who said epileptics should be employed. 
4\ obiected to their children playing with epileptics. 92% did not 
object, and 4% geve no ooinion. Of tfwse w^o said epileptics should not 
be employed, 20% objected to their children playing with epileptics. 
73% did not ot^ect, and 7% gave no opinion. 
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ANSWERS UPON THE QUESTION: 

TABLE 6 

"00 YOU THINK EPILEPSY IS A FORM OF INSANITY. OR NOT? 

Answers (total 100%) 

Don't        Not familiar with 
Reiults: Yei(%) No (%1 Know 1%)      epilepsy {%] 

NATIONAL 2 86 6 6 

EDUCATION 
Collaga 1 83 3 
High School 1 91 
Grade School 4 66 16 16 

SEX 
M«n 2 84 
Wociwn 1 89 

AGE 
18' 29 von 1 88 
30   49 years 1 92 
50 year* & older 3 80 

OCCUPATION 
Profaiilonal and Butlnev 1 03 
Clerical and Sales — 9B 

7 77 
Manual Woffcart 2 87 
Non-Labor Force 3 74 10 13 

CITY SIZE 
500,000 and over 1 90 
50,000-409.998 1 91 
2,500-48,999 2 82 
Under 2.500 2 82 

REGION 
Eeit 1 89 
Miowsct 1 91 
South 3 80 
Wett 1 86 10 

Croa tabulation. Of thote who aid eoileptict ihouM be aivm> emolov- 
ment. 1% thou^t epilepty a form o( imanity, 96% did not. and 4% 
gave no opinioa Of tho« who laid epileptics should not be given 
employment. 11% thouj^t epilepty a form of insanity, 76% did not and 
13% (Hve no opinion. Of ihoee wtm would not obiect to their children 
playing with an epileptic. 1% regarded epilepsy as a form of insanity. 
96% did not. end 4% gave no opinion Of those wlio ¥«>uld obiect to 
their children playing with an epileptic, 12% regarded epilap^r ae a 
form of iraenity, 73% did not end 15% gave no opinion. 
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TABLE 7 

ANSWERS UPON THE QUESTION:      "WHAT DO YOU THINK IS THE CAUSE OF EPILEPSY?" 

(1413 

Don't know 41 

Brain diseise, disorder, injury   .10. 
Nervous system disease, disorder 16 
Heredity, inherited disease •    10 
Birth defect S 
Other diseases, disorders 6 
Mental or emotional stress, disorder 3 
Blood, blood disorder   ' 2 
Damage, injury to nervous syfism, i^iury (non-specific) 1 
Miscellaneous 4 

98' 

Not familiar with epilepsy 6 

104- 

• Multiple 

41-«1J O - 14 - 11 
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TREND OVER THE PAST TWENTY-FIVE YEARS 

The changes in attitude as reflected in polls conducted in 1949, 
1954, 1959, 1964, 1969, and 1974 are indicated in the following tables 
(Tables 8-12),  utilizing  only  the  percentages of the national figures. 

The figures in Table 8 indicate the consistently high proportion of 
the population that has been familiar with this disorder (changes of a point 
or two could be due to sampling error). More than nine in 10 (94 per cent) 
persons know about epilepsy. This represents more than 130 million adults 
(18 and older) based on the latest available census data for the adult, non- 
institutional, civilian population of the United States. Such knowledge was 
found in 98 per cent of the professional group, but somewhat less (84 per 
cent) of those whose education was limited to grade school. 

From Table 9 it is evident that there is now far less objection by 
parents to their children playing or associating with epileptics. From 1949 
this figure has declined by 27 percentage points. There remain 5 per cent 
(seven million people) who still object. 

Public opinion regarding the relationship of epilepsy to insanity 
(Table 10) has shown considerable modification since 1949. Today 86 per 
cent disavow such relationship, and only 2 per cent, an estimated three 
million, actually believe epilepsy to be a form of insanity. 

Opinions as to the cause of epilepsy (Table 11) have changed in 
the last 25 years primarily in the category of "don't know". There remain 
4 per cent, approximately six million, in the "miscellaneous" category which 
includes bizarre causes such as demonic possession, exotic foods or beverages, 
and the like. 

Table 12 deals with the important question whether epileptics 
should or should not be employed. Those who answered "yes" have increased 
by 36 percentage points over the 25 year period, but in 1974, there remained 
an estimated eleven million people who opposed the epileptic working. 

Table 13 shows that favorable views have increased in all four 
major regions of the nation. 
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TABLE 8 

ANSWERS UPON THE QUESTION:       "HAVE YOU EVER HEARD OR READ ABOUT THE DISEASE 
CALLED EPILEPSY, OH CONVULSIVE SEIZURES (FITSir 

1949 
1B64 
1980 
1864 
1889 
1874 

An«wer» (total 100%) 

Ye.(%) No(%l 

92 8 
90 10 
93 
98 
94 
94 

TABLE 9 

ANSWERS UPON THE QUESTION:       "WOULD YOU OBJECT TO HAVING ANY OF YOUR CHILDREN 
IN SCHOOL OR AT PLAY ASSOCIATE WITH PERSONS WHO 
SOMETIMES HAD SEIZURES (FITS)r 

Don't know or not 
Ywr YM(%I NOW funiliv with epiletnv (%) 

1949 34 67 19 
1864 17 86 18 
1969 18 87 18 
1964 13 77 10 
1988 9 81 10 
m4 8 84 11 
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ANSWERS UPON THE QUESTION: 

TABLE  10 

"DO YOU THINK EPILEPSY IS A FORM OF INSANITY OR NOTT 

SKS- 

1940 

1014 

Don't know or not 
Y«(*) No(*) fimillv with •pilaiwy (%) 

13 69 28 
68 25 
74 22 
79 17 
81 IB 
86 12 

ANSWERS UPON THE QUESTION: 

TABLE 11 

"WHAT DO YOU THINK IS THE CAUSE OF EPILEPSYT 

I^Miltr 1W(%I 1969 m 1WW 1974 (W 

Don't know S7 58 40 41 

Bnin, ntrvoui tyftdn 
H«r»dlty, birth d«rNct 
Othv diaiMt, injury 
Mantd or wnotiond 
Blood dtiordar 

22 
12 

1 
2 

27 
13 

1 

30 
19 
7 
4 
3 

26 
16 
7 
3 
2 

MinallanwNM 7 

TABLE 

4 

12 

2 4 

ANSWERS UPON THE QUESTION: "DO YOU THINK EPILEPTICS SHOULD BE EMPLOYED IN 
JOBS LIKE OTHER PEOPLED' 

ym- 
Don't know or not 

Y61(%1 No(%) f«nHi» with epiltofv (%l 

46 36 as 
60 22 w 
76 11 M 
82 9 9 
76 12 n 
81 8 11 
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TABLE 13 

ANSWERS UPON THE VARIOUS QUESTIONS IN DIFFERENT REG:0.\S 

East 
Yes       No 

Midwest 
Yes       No 

Soi rJr. 
.,. 

Yes No Yis AO 

Questions yw 1%1 l«) W J%L l?i) Jlii. r>/ iT'y 

Familiar with 1949 92 8 92 8 92 8 S2 3 
•pilcpcy 1954 92 8 90 10 87 13 £5 5 

1959 94 6 92 8 83 12 £7 3 
1964 95 5 94 6 S5 5 S7 3 
1989 93 7 95 5 91 9 £3 2 
1974 95 5 93 4 92 8 S3 -.0 

Object to children 1949 23 59 24 58 29 49 23 63 
associating with . 1954 14 71 18 67 15 68 25 £7 
•purities* 1959 18 71 18 67 15 63 -.5 57 

1964 14 78 9 84 17 71 14 73 
1969 8 79 9 81 11 77 6 89 
1974 5 88 5 86 7 79 4 £2 

Epilepsy a form 1949 12 60 13 61 20 4S 10 £4 
of insanity 1954 7 63 5 74 8 61 7 73 

1959 3 82 5 74 7 54 4 e^ 

1964 2 81 4 83 6 6E 2 £5 
1969 4 79 4 85 6 74 4 S3 
1974 1 89 1 91 3 80 1 £s 

Should epileptics 1949 51 33 45 34 33 40 44 35 
be employed 1954 66 19 59 22 53 25 S3 24 

1959 83 7 71 13 58 -i7 £-; S 
1964 85 7 85 6 72 17 39 ^ 
1969 75 10 78 12 68 19 89 5 
1874 83 6 84 8 74 12 79 7 

* "No opinion" and "not familial^ an omitted from the last 3 questions. 
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SUMMARY 

At five-year intervals during the past 25 years, the American 
Institute of Public Opinion has obtained answers to questions about epilepsy 
from representative samples of the U.S. adult population. During this period 
knowledge of epilepsy was found in 90-95 per cent of the people interviewed. 
When those familiar with epilepsy were asked if they would object to their 
children playing with epileptics, the upward trend in those without object- 
k)ns, from 1949 to 1974 was: 57%-68%-67%-77%-81%-84%. When asked if 
they thought epilepsy was a form of insanity, the trend in those who did not 
was: 59%-68%-74%-79%-81%-86%. When asked if epileptics should be em- 
ployed, the affirmative answer steadily increased, as follows: 45%-60%-75%- 
82%-76%-81%. The adverse responses were proportionately reduced. 

In each of the six surveys, the most favorable opinion was among 
the better educated, better employed, younger and urban members of the 
population. A change has been recorded in all four major regions of the 
nation, with the South now holding views not far out of line with the views 
of persons in the three other major regions of the nation. 

Factors that have contributed to the more enlightened opinion 
include: an overall improvement in publk: attitudes toward dread diseases 
such as tuberculosis, syphilis, and cancer; improved medical control of seiz- 
ures, educational efforts by professional and lay societies regarding epilepsy; 
employment by a number of major industries of individuals with a history of 
attacks and more reasonable legal regulations concerning immigration, mar- 
riage, and the operation of motor vehicles. 
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Mr. KTKOS. Thank you very mpch, Dr. Gallup. 
I will just ask a few questions of the panel. 
Dr. Simonds. in the area of information and education, what would 

you like to have the Commission do, specifically ? 
Dr. SiMOXDs. I have thought about this question during the hearings 

today and jotted down a few notes to myself. 
I think the firet thing that I would like to see would be an extension 

of the point that Dr. Gallup was making, not only a survey of attitudes 
and knowledge, but a study of the relationship between those surveys 
and the attitudes and what people actually do. 

I think the testimony today has indicated a very wide discrepancy 
between what the attitudes that we are measuring and what people 
are actually doing in real life situations. 

I think the second thing evolving out of those studies would come 
the development of a comprehensive public health education program, 
linking tiie mass media, particularly at the national level, which I 
think IS very effective, and local health education programming efforts. 

I think separately they are not adequate. 1 think joining together 
the mass media and the local education programs for the volunteers 
would be particularly effective. 

I would say that a priority system for public health education would 
have to evolve, and each of us would have our prioritie.s. 

I happen to place a very high priority on prevention, and I think 
a vast, educational program is indicated there. And I think a very high 
priority needs to be placed on preventing I'ecurrence of seizures in 
very young children. The evidence ap[)ears convincing to me that edu- 
cational attainment and perhaps IQ itself may be affected. Children 
may not develop their full potential if seizures are not prevented wlien 
they are very young, .so 1 would give a very high piiority to that. 

But I think there are probably five or six very high priorities that 
would evolve out of a study like this that would deal with prevention, 
case finding and management, community care and community un- 
derstanding regarding employment. 

A major element which I don't tiiink has been adequately repre- 
sented is I think the educational program should include emphasis 
on the patients tlienuselv^s. 

My own research with patients with epilepsy indicates that a fairly 
large number are not taking their medications as prescribed, and part 
of the problem I think with epilepsy in the commmiity is the patients 
run into problems as a result. As was presented earlier, there are many 
reasons for this, including some economic and some social, but the 
consequences are that many patients are not taking the medications 
that are available for them. I think a major educational effort is 
indicated here. 

Mr. KYROS. I think that you have qualifications to talk about how 
much money do you think would be required for a Commission to make 
a study, 1 year long. 

Would you have any idea about that. Dr. Simonds? 
Dr. SIMONDS. Are you talking about a Commission effort? 
Mr. KYROS. Yes. We talked earlier about the relative cost of having 

a $50,000 conference that would last a week, a suggestion that Health, 
Education, and Welfare had projected of the question of studying 
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of epilepsy and how much this Commission would cost if you are 
familiar at all with what it would cost. 

Dr. SiMONDS. Well, my own experience on the President's Commit- 
tee on Health Education indicated that over about 18 months our costs 
for running the full committee of 17 members with regional hearings 
and several committee meetings and staff work was slightly under a 
million dollars. 

I think, however, one has to do a cost-benefit analysis of these kinds 
of operations. I think that an isolated study group of experts can 
probably do the kind of study that's needed lor a relatively low cost 

However, if this effort itself as a Commission activity is to become 
part of bringing epilepsy out into the open and creating a kind of 
awareness in Congress, awareness in the community, awareness in the 
country, then I think one looks at the total cost of this as part of the 
educational effort. 

And I think probably a year-long activity like that would probably 
run half a million to a million. 

Mr. KYROS. Well, I don't foresee that. And now I regret that I asked 
the question. 

But that's fine, we will let that stand. 
Why can't the Epilepsy Foundation of America perform this same 

kind of study? Do you see any reason they couldn't? 
Dr. SiMONDS. Why they could not perform the total education ? 
Mr. KYROS. Why can't EFA perform similar kinds of function as 

the Commission we propose here? Do you see any reason why they 
could not do it ? 

Dr. SiMONDS. I don't think they have the resources, first of all. I 
think that it is going to require a new partnership between the volun- 
tary sector and the public sector, I think that epilepsy is a public 
problem, and not to take responsibility for it publicly is just 
negligence, 

I see a joint partnership indicated, rather than either sector carrying 
it separately. 

Mr. KYROS. I agree with that. 
Well, Mrs. St«itz, your article, and I just glanced at it, is certainly 

excellent. Why not simply continue along this way, with Mr. Autry 
writing articles or periodicals, to educate the public that way ? 

Mrs. STEITZ. Well, Mr. Kyros, so far this has been on a hit-or-miss 
basis. I may write an article, and Mr. Autry's magazine may publish 
an article, and perhaps we are reaching the same readers twice. 

If you just have a few bullets, you don't want to hit the same bear 
twice. We have to reach a huge audience, and we can't do it on this 
hit-or-miss basis. It's just been—but I would defer to Mr, Autry on 
this, 

Mr. AtTTRY. You don't need to. I think it is a good thing that our 
magazine, with its multimillion circulation, published this article; but 
you have to remember that we are one magazine. There are over 4,900 
magazines in the country, and how many didn't publish an article. 
They all reach special interest groups, and that is precisely the 
audience segmentation approach that anything must take, including a 
subject like epilepsy. 
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I don't think we could begin to saturate the various segments in the 
way it must be done. 

Mr. KYROS. All right, Mr. Furman. I noticed all the things that you 
were doing down in Georgia. I thought they were all very good. Wliy 
not continue that way ? 

Mr. FtTRMAN. It's basically just a hit-and-miss situation, again. And 
of course we will continue to do those things we do well, but we are 
just reaching a small segment and we have miles to go before we are 
through. 

Mr. KTROS. Dr. Gallup, what about the research, what kind of 
attitudinal studies should oe done? 

Mr. GALLUP. Well, I think there is tremendous room for further 
research, really. 

In measuring the gap, for instance, between what people say and 
what they actually do, certainly one of the great purposes of surveys 
is the measure of change and progress in a public form program. 

As our six surveys indicated, there have been tremendous changes 
in awareness and a decline in prejudice. 

But I think we have got to dig far deeper, really, in terms of under- 
lying attitudes. 

So I would say there is a great deal to be done in this whole area. 
Mr. KTROS. I notice that you have placed your study of epilepsy, 

your research in epilepsy, in a pamphlet which is entitled: "A Demo- 
cratic Landslide in 1974." 

You realize we will probably lose all our Republican members if 
you do this to us. We don't want to politicize epilepsy. 

Mr. GALLUP. I should add we nave run many separate copies of 
that; that was in general public interest, so we have included it with 
survey results in many other areas. 

Mr. KYROS. Well, now, do you have any idea how we should measure 
progress in these attitudes, in people's attitudes as we go along ? You 
showed in 1949 what percentage of people thought about epileptics 
being employed, and saw some change. But how do we measure 
progress ? 

Mr. GALLUP. Well, certainly we have to keep the same questions to 
measure trends, and also to develop new questions, and then to up-date 
these questions, too. To measure trends, measure change. 

Mr. KYROS. Mr. Heinz. 
Mr. HEINZ. Yes, thank you, Mr. Chairman. 
I think the panel has performed a very valuable service. Your testi- 

mony will be of great use to the subcommittee in giving prompt and, 
I know, adequate and fair consideration to Mr. Kyros' and the sub- 
committee's bill. If you will note, just about everybody on the sub- 
committee is a cosponsor. I think, Mr. Chairman, that we are all moat 
appreciative to you for having brought this about. 

1 have no questions at this time, but I would like to reserve the op- 
tion of possibly submitting some later. 

Mr. KYROS. Thank you. 
Thank you very much. We will thank you all. It has been very kind 

of you to wait all day long. 
Thank you for your patience, and we certainly appreciate putting 

all these things on record, especially the attitudes about epilepsy, 
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which most of us have thought about but not really formulated con- 
cretely as you have done here for us. 

I think it will be very helpful, very helpful to all the members of 
the committee. 

Thank you all very much. 
Well, it has been a long and I hope productive day, and I would like 

to ask Mr. Funk if he would like to return briefly to summarize any 
viewpoints of some of the witnesses that we heard today and to add 
anything we can to hope to establish some kind of a national plan for 
epilepsy. 

Mr. Funk. 

FURTHER STATEMENT OF PAUL E. FUNK, EXECUTIVE VICE 
PRESIDENT, EPILEPSY FOUNDATION OF AMERICA 

Mr. FrxK. Thank you, Mr. Chairman. 
It seems to me that to a considerable extent the testimony of various 

witnesses today summarizes itself. 
I believe that great credit is due to tlie committee for holding the 

hearings. It's been a long day. You ha\e heard a very large number of 
witnesses. And I think from their testimony the summary that 
emerges is this: 

We are dealing with a very large national problem. And that the 
very magnitude of the problem suggests something of the magnitude 
of the approaches which must be taken to find solutions. It is quite 
clear that we are involved with a problem that is of concern to many 
professions and many disciplines: many people located at different 
parts of the country, and with differing interests. 

We have talked about the cost to individuals, to families, and to the 
Nation. 

We have had suggestions as to fruitful areas for further exploration 
and for action. 

I think it is quite clear that a national commission is indicated, that 
a national plan is indicated; that where there are plans as, for ex- 
ample, in the State of Florida, the plan in and of itself has contributed 
immensely to an improvement of the situation. 

In regard to the testimony we heard from the administration, it is 
not that work is not going forward. Work is going forward, and in 
many places. And I would hope that in our testimony we paid ade- 
quate tribute to the dedication and skills of people in HEW. 

Wo still need, however, a focal point, .somewhere for all of this ac- 
tivity and information to come together, so that it meshes one with the 
other, and so that we have an opportunity to look at progress and to 
assess periodically what else needs doing, and to figure out the best 
ways of doing it. 

I would like to close, sir, with a quotation from Oliver Wendell 
Holmes, who said: "The law does all that it should when the law does 
all that it can." 

And I believe that, as regards the epilepsies, the time has now come 
to put down some more foundations, by law, on which we can build in 
looking toward solutions to a major national problem. 

Thank you. 
Mr. KYROS. Thank you very much, Mr. Funk. That's I think a very 
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good, concise statement of some of the things we have seen today, 
which were very interesting to me, and I am sure with the kind of day 
that we have had here—you know, that for many members of this com- 
mittee, with some things that had been portending for the last 2 or 3 
weeks that didn't materialize, other plans had been made, or I think 
more people would have been here. 

But in any event I think we now have a good chance to get this bill 
on the floor. I want to thank all the witnesses for their patience. I hope 
we can make a bill for a National Commission on Epilepsy come true 
very soon. 

The committee w-ill be adjourned. 
[The following statement and letters were received for the record:] 

STATEMKNT OF HOIT. GEBAXD E. TALBOT, STATE REPBESENTATITE, STATE or MAINE 

First, let me state for the record my qualifications, along with my feelings as 
to why I am speaking out and supporting this very important, very vital and 
very long overdue piece of legislation, concerned with establishing a one year 
national commission on epilepsy, sponsored by Congressman Peter Kyros. 

I am 41 years of age, and for most of my life that I can remember, 1 have had 
epilepsy. First it was i)etit nial and next grand mal, for which I am on medica- 
tion at the present time. In my early years, my parents and I went through frus- 
tration and mental strain while my doctors, as they still do today, go through 
the system of checks and balances in order to come up with the correct medica- 
tion to control the black out spells, or convulsions, which hamper one's everyday 
life, some more than others. 

As a teenager, and now as an adult. I know how it feeLs to participate in 
.sports, social events and programs of one type or another, always having in 
your mind the fact that without warning, without prior knowledge, a seizure 
could take you by surprise. And because of that seizure, to be looked upon as a 
sickness or a disease, rather than as a liumau being who is atHicted with a 
chronic nervous disorder which is still, to a great extent, not known to the 
medical profes.sion or even to the epileptic. 

I know how it feels to wake up after a seizure in a different time frame, 
after lo.sing 5-10 hours, even a day, with no memory of what happened or how 
you got where you are. I know how it feels to know what would have happened 
If someone very close to me, knowing my condition and what to do, had not lieen 
there to help, how fatal it could have been. Xot being able to tell what happened 
or even to justify to ymr-pif whv It hniipened. 

I know the mental anguish of trying to live a normal life, hold a job and bring 
up a family, knowing that at any time some of this could l>e shattered without 
warning. In many cases this means loss of job. emliarras.sment. and most of all 
loneliness. In simple terms, it means staying scared every day of your life. 

The most tragic aspect of this entire health problem, and let me stress this, is 
that an epileptic's hope of a cure, all their hoiie of knowledge, in.sofar as what Is 
troul)ling their nervous system, ends with their medication, the pills that one 
takes, probably for the rest of one's life. The medical profession and the epileptic 
are both at a dead end. 

Many thousands of Americans have epilepsy of one tyi>e or anfither. family, 
friends, relatives and neighlmrs. Over 20.000 people here in Maine have epilepsy, 
or as it sometimes called, the invisible (li.sease, and many, because so much is 
still unknown, take no medication. 

These are some of my sentiments, and although I don't mean to .sound grim, 
to many thousands of Americans who have epilepsy, it is grim. Some live normal 
lives, some struggle to live normal lives, and some just plain suffer. 

Although I speak out, many will be silent. I can understand that, but there are 
many ijeople who most probably echo the statements you read above and more, 
for really, we are not scratching the surface, medically, morally or financially. 

For too long we have put as our top priority military spending, money for 
roads and bridges, money to beautify our cities and landscapes, and for too 
long we have neglected our health problems, such as epilepsy. Our priorities 
are in the wrong order, and iieople suffer. In this case it is the patients, the 
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medical profession and the every day citizen. Therefore, I strongly urge this 
committee to pass favorably on this very necessary piece of legislation, and to 
further flght to malie it become a reality. 

1 thank the committee and Rei)resentative Peter Kyros for the opjwrtunity to 
be heard in behalf of this bill, in hoi>e that it will bring to light the problems 
of thousands of everyday citizens who will now have a brighter ray of hone in 
their lives. 

Thank you, and if I can be of further help, please let me know. 

NBC NEWS, 
A DIVISION OF NATIONAL BBOADCASTINO COMPANT, INC., 

_ yetc York, X.Y., Auguit 7,1974. 
Hon. PAUL G. ROOEBS, 
D.S. Bouse of Representatives, 
Washington, D.C. 

0EAB MB. ROOEBS : I had hoped to appear personally before the Public Health 
Subcommittee In support of H.R. 13405 which provides for the establlshjnent at a 
national advisory commission to develop a national plan for the control of 
epilepsy and its consequences. Unfortunately, travel plans have made it impos- 
sible to appear personally. Therefore, I am pleased to have this opportunity to 
submit this written statement. 

As you are no doubt aware, I have been an honorary director of the Epilepsy 
Foundation of America for a number of years. I have also been active in 
promoting the cause of epilepsy through national media. And, I am the parent 
of children with epilepsy. 

Therefore, on behalf of my own children and the estimated four million 
people in this country who should be provided every opportunity to enjoy normal, 
full, productive lives, I would urge that every consideration be given to the 
support and passage of this bill. 

I am sure other witnesses will provide full information concerning the nation- 
wide $4 billion dollar cost of the epllep.sies and the tragic waste of human lives 
and potential. I am particularly Interested In the need for a national focal point 
for a massive public health education program which will wipe away the 
ignorance, prejudice and stigma which pervades the lives of persons with 
epilepsy. 

It has been reported in the media advertising business that it takes a budget of 
approximately $5,000,000 to project one single new concept across the nation 
to the American public. This indicates the extent and scoi)e of the challenge we 
face in changing public attitudes. The commission study under consideration 
may well serve as a rallying point for a major effort by communicators at all 
levels and in all media. 

Sincerely yours, 
FBANK BLAIR, LHD. 

AMEBICAN  NURSES' ASSOCIATION, INC., 
Kansas City, Mo., August 19.1974. 

Hon. PAUL 6. ROOEBS. 
Chairman, House Subcommittee on PuUic Health and Environment, Committee 

on Interstate and Foreign Cotnmerce, 2^15 Raybum House Office Building, 
Washington, D.C. 

DEAR CONGRESSMAN ROGERS: The American Nurses' As-sodation wishes to 
endorse the provisions of H.R. 13405, "National Commission on Epilepsy and its 
Consequences Act." We share in the concern for the four million known Ameri- 
cans with epilepsy. 

Registered nurses provide professional services in a variety of settings to 
the many persons in all age categories with this disorder. 

Of special significance in H.R. 1.3405 is the attention called to baUnced 
interdisciplinary action and concerted attention of many disciplines. We hope 
nursing will be "included for certainly the basic and rehabilitative care, guidance 
and health education provided to patients, families, friends and employers by 
registered nurses are of great importance to the life and particularly to quality of 
life for these persons. School nurses have a very valuable contribution to make 
in helping children and their classmates adjust to the problems encountered in 
relation to epilepsy. 
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We would also encourage Inclusion of a nursing representative on the National 
Commission. Registered nurses are frequently tiie primary care and liaison 
professional involved in the detection, guidance, teaching and rehabilitation of 
the patient. Therefore, through experience and education, the nurse would be 
especially qualified to serve in such a Commission. 

To i)ring about the best that the social and physical sciences can offer today, 
there must be dynamic interdisciplinary action available to all the persons 
whether they be the i)atient or his family and friends. 

The American Nurses' Asstx-iation supports H.R. 1340S. Continued research 
Into the causes and treatment of epilepsy is needed. 

Yours truly, 
EILEEN M. JACOBI, ED.D., R,N., 

Executive Director. 

AKEBICAN MEDICAL ASSOCIATION, 
Chicago, III., August 20, 1974, 

Hon. PAUL G. ROGERS, 
Chairman, Subcommittee on Public Health and Environment, Committee on Inter- 

state ami Foreign Commerce, U.S. House of Heprvscntatives, Washington, 
D.C. 

Dear CHAIBMAN ROOEBS : On behalf of the American Medical Association, I 
would like to submit for your consideration our comments on H.R. 13039 and 
H.R. 13405, the "National Commission on Epilepsy and Its Consequences Act", 
which we understand is now under consideration by your Subcommittee. The 
American Medical A.ssociation is jileased to support legislation which calls for 
the appointment of a National Commission to study certain aspects of epilepsy 
after the Secretary of Health, EMucation and Welfare has consulted with the 
Advisory Council to the National Institute on Neurological Diseases and Stroke. 

We believe that the Institute should remain the primary focus of the Govern- 
ment's efforts against epilepsy. It is appropriate, however, that the Federal 
Govenmient support this independent effort to evaluate the scope of Federal 
support and t^rticipation in the management of epilepsy as a public healtli 
problem. We are pleased to note the inclusion of a provision in this Act which 
limits the life of the Commission. This will encourage the Commission to con- 
centrate its attentions on the current situation among epileptic patients and will 
bring the life of the Commission to a close after it completes its study and 
Bubmits its rei)ort. 

In carrying out its responsibilities, we would trust that the Commission will 
consult with the American Medical Association and with other concerned national 
organizations during the conduct of its studies and the formulation of its report 
and recommendations. 

Thank you for this opportunity to present these views. We respectfully re- 
quest that this letter be made a part of the record of your hearings on this 
legislation. 

Sincerely, 
EBNEST B. HOWABO, M.D., 

Executive Vice President. 

I Wliereuiwn, at 5 p.m., the committee adjourned.] 
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